STRESS AND SOCIAL SUPPORT OF PARENTS WITH AN ADULT MENTALLY RETARDED CHILD by Kropf, Nancy Patricia
Virginia Commonwealth University 
VCU Scholars Compass 
Theses and Dissertations Graduate School 
1990 
STRESS AND SOCIAL SUPPORT OF PARENTS WITH AN ADULT 
MENTALLY RETARDED CHILD 
Nancy Patricia Kropf 
Follow this and additional works at: https://scholarscompass.vcu.edu/etd 
 Part of the Social Work Commons 
 
© The Author 
Downloaded from 
https://scholarscompass.vcu.edu/etd/5129 
This Dissertation is brought to you for free and open access by the Graduate School at VCU Scholars Compass. It 
has been accepted for inclusion in Theses and Dissertations by an authorized administrator of VCU Scholars 
Compass. For more information, please contact libcompass@vcu.edu. 
School of Social Work 
Virginia Commonwealth University 
This is to certify that the dissertation prepared by Ms. Nancy P. Kropf entitled "Stress and 
Social Support of Parents with an Adult Mentally Retarded Child" has been approved by her 
committee as satisfactory completion of the dissertation requirement for the degree of Doctor of 
Philosophy. 
Robert G. Green, Ph.D. 
Grace E. Harris, Ph.D. 
Date 
Committee Member 
Committee Member 
Cammi ttee Member 
Committee Member 
Director, Doctoral Program in 
Social Policy and Social Work 
Dean, School of Social Work 
STRESS AND SOCIAL SUPPORT OF PARENTS 
WITH AN ADULT MENTALLY RETARDED CHILD 
A dissertation submitted in partial fulfillment of the 
requirements for the degree of Doctor of Philosophy at 
Virginia Commonwealth University. 
By 
Nancy Patricia Kropf 
Michigan State University, MSW, 1983 
Hope College, BA, 1981 
Director: Marilyn A. Biggerstaff, DSW 
Associate Professor, School of Social Work 
Virginia Commonwealth University 
Richmond, Virginia 
May, 1990 
.
© Nancy Patricia Kropf 1990 
All Rights Reserved 
Acknowledgments 
A number of people have contributed to this 
dissertation, both directly and indirectly. Dr. Marilyn 
Biggerstaff has patiently provided guidance and feedback in 
the process of completing the research. I also value the 
input and encouragement of Dr. Joyce Beckett, Dr. Anne 
Chandler, Dr. Jaclyn Miller, and Dr. Nancy Osgood. 
I am indebted to two members of the School of Social 
Work. Dr. Grace Harris, Dean, has consistently found 
employment for me in the School throughout my doctoral 
education. Ms. Sally Companion has helped immensely with 
both the process and preparation of this dissertation. 
Finally, I especially thank the members of my social 
support network. My family in Michigan has offered 
continued encouragement during the process. My friends, 
whom I will not embarrass by naming, have tolerated my 
frustrations with acceptance and love. These people have 
demonstrated to me the value of social support. 
11 
Dedication 
This dissertation is dedicated to the memory of my 
mother, who displayed a tremendous degree of patience and 
love in her role as a parent: 
Eunice I. Kropf, 1920 - 1985 
111 
Table of Contents 
List of Tables 
Page 
viii 
List of Figures 
Abstract 
X 
xi 
I Summary of Caregiving Issues • 
I I 
Parent-child Caregiving , 
Caregiving for a Child with Mental Retardation 
Changes in Caregiving 
Aging and Caregiving 
Need for Research • 
Summary of Relevant Literature 
1 
1 
2 
6 
7 
9 
Role Theory , 10 
Family Systems Theory 13 
Social Support Literature , 16 
Social Work Practice Theory • 20 
Ambiguous Caregiving Roles 23 
Care of an Impaired Parent 23 
Caregiver Variables 23 
Caregiver Stress 25 
Environmental Variables 27 
Care for a Child with Mental Retardation 29 
Chronic Sorrow Model of Stress 31 
Comparisons of Parental Stress • 34 
Social Support of Parents 41 
Care for an Adult with Mental Retardation • 46 
Aging in the Mentally Retarded Population · 47 
Comparisons of Mentally Retarded Adults 48 
Service Needs of Mentally Retarded Adults 52 
Parental Stress 55 
Social Support of Parents 56 
II I Study Design: Measuring Stress and Social Support 
Among Caregivers 60 
iv 
1 
Description of the Study , 
Previous Research • 
Study Design • 
Conceptual Models , 
Hypotheses of the Study , 
Active Caregiver Hypotheses 
Past Caregiver Hypotheses 
Family Interview Data 
Measurement , 
Characteristic Variables 
Stress Variables 
Health Status 
Personal Time 
Life Events 
Social Support Variables 
Sampling Procedures • 
Community Services Boards 
Non-Caregiver Parent Group 
Pre-Test of Questionnaire 
Parent Group 
Professional Group 
Data Collection , 
Survey Data • 
Family Interview Data • 
Data Analysis Plan 
Survey Data , 
Bivariate Comparisons 
Factor Analysis 
Hypothesis Testing • 
Discriminant Analysis 
Family Interview Data • 
IV Results of the Survey Data • 
Caregiver Characteristics • 
Active Caregivers • 
Past Caregivers 
Non-Caregivers 
Household Characteristics • 
Active Caregivers 
Past Caregivers 
Non-Caregivers 
Caregiver Differences 
Household Differences 
Stress Measures • 
Active Caregivers 
Past Caregivers • 
Non-Caregivers 
Social Support Measures 
Active Caregivers , 
Past Caregivers • 
60 
62 
66 
70 
76 
7 6 
79 
80 
83 
83 
84 
84 
89 
89 
92 
98 
99 
102 
103 
103 
104 
• 105 
106 
• 109 
1 1  0 
1 1 1 
1 1 1  
1 1  2 
1 1  6 
1 18 
• 1 1  9 
124 
124 
124 
1 2 6 
127 
128 
128 
130 
13 1 
132 
135 
136 
136 
• 139 
140 
• 14 1 
142 
143 
V 
V 
Non-Caregivers 
Study Hypotheses 
Stress Hypotheses 
Physical Health 
Personal Time 
Life Change Events 
Social Support Hypotheses 
Social Relation Dimension 
Social Network Dimension • 
Functional Content Dimension • 
Discriminant Models 
Single Construct Models 
Multiple Construct Models 
Results of Family Interviews 
Description of Families 
Chesterfield County • 
Family Activities 
Communication 
Family Change 
Summary 
Hanover County 
Family Activities 
Communication 
Family Change 
Summary 
Henrico District 
Family Activities 
Communication 
Family Change 
Summary 
Petersburg District 
Family Activities 
Communication 
Family Change 
Summary 
City of Richmond 
Family Activities 
Communication 
Family Change 
Summary 
Themes Across Families 
Unpredictability 
Vulnerability to Changes 
Role Conflict • 
V I  Interpretations, Limitations, and Recommendations 
for Additional Research about Parents with an 
144 
14 5 
l 4 5 
146 
147 
148 
150 
l 5 0 
154 
l 5 8 
l 6 3 
163 
164 
l 7 2 
173 
l 7 3 
l 7 3 
176 
l 77 
178 
• l 7 8 
179 
182 
18 3 
• 18 4 
185 
185 
188 
18 9 
19 0 
19 0 
l 9 l 
l 9 3 
19 3 
19 4 
19 5 
l 9 5 
19 9 
• 200 
• 200 
• 2 0 l 
20 1 
20 3 
205 
Adult Mentally Retarded Child • 208 
vi 
Revi ew of the Research • 
Interpretations of Findings in the Study 
Parental Stress 
Health Variables 
Personal Time Variables 
Life Change Events 
Social Support of Parents 
Social Relation • 
Social Network 
Functional Content 
Discriminant Model 
Limitations of the Study 
Sampling • 
Design • 
Implications for Social Work 
Social Work Practice 
Policy • 
Education 
Recommendations for Additional Research 
References 
Appendix A 
Appendix B 
Appendix C 
Appendix D 
Appendix E 
Appendix F 
Appendix G 
Vita • 
vii 
208 
209 
210 
2 l 2 
218 
2 l 9 
222 
222 
223 
227 
229 
230 
2 3 l 
233 
233 
234 
237 
238 
239 
244 
262 
263 
265 
267 
269 
282 
283 
284 
List of Tables 
Table Page 
1. Studies Comparing Families wit h Younger 
and Older Children • 63 
2. Studies wit h Adult Children Only • 64 
3. Practice Issues with Older Parent s • 67 
4. Studies Using Health Variables • 8 6  
S. Caregiver Studies Using Personal Time Variables 90 
6. Studies Using Life Change Variables • • 91 
7. Surveys Returned by Community Services Boards 
(CS Bs) 108 
8. Bivariate Comparisons of Caregiver Charact eristics 
9. 
Variables 133 
Bivariat e Comparisons of Caregiver Household 
Variables 1 3 7 
10. Statistically Significant Differences by Caregiver 
Group on St ress Variables 151 
11. Supports in Formal Roles by Caregiver Group for 
Sub-Networks 157 
12. Reciprocity Ratios for Sub-Net works by Caregiver 
Group 160 
13. Single Construct Models 165 
14. Multiple Construct Models 167 
15. Standardized Canonical Function Coefficient s for 
Demographic, Stress and Social Support Model 169 
viii 
16. Summary of Statistically Significant Differences 
Between Groups 2 11 
ix 
List of Figures 
Figure Page 
l • Typology of Caregiver Roles 69 
2. Theoretical Model 7 2 
3 • Empirical Model 73 
4. Research Model 7 S 
s. Representation of Proposed Hypotheses 8 l 
6. Eco-Map of Family in Chesterfield 174 
7 • Eco-Map of Family in Hanover 180 
8. Eco-Map of Family in Henrico 186 
9. Eco-Map of Family in Petersburg District 192 
l O. Eco-Map of Family in Richmond 196 
X 
Abstract 
STRESS AND SOC I AL SUPPORT OF  PARENTS W ITH AN ADULT M ENTALLY 
RETARDED CH ILD. 
Nancy P. Kropf 
School of Social Work--Virginia Commonwealth University, 
199 0  
Major Director: Marilyn A. Big gerstaff, DSW 
Parent-child caregiving is the most basic caregiving 
situation. However, parents who continue to provide care 
to an adult mentally retarded child have been an unexamined 
group of caregivers. This study compared stress levels and 
social support constellations among these caregivers and 
two other groups of parents. 
The study tested two major hypotheses. Parents who 
were caregivers for an adult child with mental retardation 
were predicted to report higher stress levels and smaller 
social support constellations than the other groups. Two 
comparison groups were included in the study. One group 
was parents of an mentally retarded child who did not live 
in their household. The second comparison group contained 
parents who had caregiving responsibilities for 
non-disabled children. 
Data were collected in two ways. 
xi 
The three groups of 
parent s � =2 10) responded to a survey which contained 
characteristics about themselves and their household, 
st ress and their social support s. Addit ionally, five 
caregivers of a mentally retarded adult child were 
interviewed in the family home. 
Partial support was found for both the st ress and 
xii 
social support hypot heses. Parents who were caregivers for 
an adult ment ally ret arded child report ed a number of 
healt h sympt oms and depressed mood items. These caregivers 
also reported having t he fewest number of personal hours 
per week. Alt hough all three groups of parents reported 
equal numbers of social support s, differences were found in 
t he roles of t he members of t he support syst em and t he t ype 
of exchanges in t he support systems of the three groups. 
I mplications of t he research for social work practice, 
policy and education are present ed. Suggestions about 
additional research on parent s of mentally ret arded adult s 
are offered. 
( 
CHAPTER l 
Summary of Caregiving Issues 
Parent-child Caregiving 
Parent-child caregiving is the most basic caregiving 
situation. The majority of the population has one or more 
children ( Bureau of Statistics, 198 7) . Parenthood is 
perceived as a happy and fulfilling event. However, recent 
studies on parenting reveal that the parenting role is 
accompanied by increased stress levels and role s�rain, 
reports of lowered marital satisfaction and personal 
happiness ( Barnett & Baruch, 1985; Glenn & McLanahan, 1982; 
Glenn & Weaver, 1979; Steffensmeier, 1982) . 
Caregiving for a Child with Mental Retardation 
While parenting a child is stressful, caring for a 
child with a disability increases the difficulty of the 
parental role. The mental retardation of a child is a 
disabling condition many parents face. The rate of 
retardation in this country is 3 %  of the general population 
(Grossman, 1983)  which translates into six million mentally 
retarded people in the United States (Walz, Harper & 
Wilson, 1986) . A diagnosis of retardation alters how 
parents perceive their caregiving role and the progress for 
a child. These changes are frequently associated with 
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losses for the narents (Schild , l982), Parents feel this 
stress and loss with:n recurr:ng s:tuat:ons across the 
l:fespan of their ch:ld (Wikler, 1981), 
Changes in Caregiving 
Two major changes have altered the careglving 
situation with a mentally retarded child , One is the 
overall shift :n th e rhllosophy �nd erlying services to 
mentally retard ed people. Historically, parents had two 
cho:ces for a retard ed ch:ld , either :nstitutional or home 
care, Families choosing to keep a child at home had few 
formal supports available to assist with care, Within the 
last twenty five years, commun:ty-based services have 
emerged for mentally retard ed peoole, allowing families to 
keep a child in the home while receiving ed ucational 
habilitative and vocational support (Row:tz, 1987). 
Normalization, recently re-named social role valorization, 
:s the d ominant philosophy in provid ing services to people 
with d isabl ing cond itions (Wolfensberger, [985), This 
philosophy emphas izes that less valued groups of society, 
such as mentally retard ed people, need to have equivalent 
l ife cond itions, choices, and experiences as the more 
valued social groups, Mentally retard ed people are no 
longer hid d en in institutions or family homes but are 
visible and prod uctive members of their communities. 
A second change in caregiving is the length of time a 
mentally retard ed child will require care. Increases in 
2 
longevity have extended the l ife of both the general and 
mentally retarded populations. The average life expectancy 
for a child born in 1920 was 54. l years whereas a child 
born in 198 5  could expect to live 74. 7 years ( Bureau of 
Stat istics, 19 87) .  Life ex pectancy rates for mentally 
retarded people parallel the general population, resulting 
in longer lifespans for people with mental retardation 
(Lubin & Kiely, 198 5) . Sophisticated medical and 
prevention strategies have dramatically increased life 
expectancies of individuals with certain categories of 
retardation. A child with Down Syndrome, the most 
prevalent category of genetic retardation, previously was 
not expected to live past adolescence (Lubin & Kiely, 
198 5) .  Today, these children who survive the first ten 
years of life can expect to l ive to age sixty five with an 
average life expectancy of thirty five years ( Gold, Dobrof 
& Torian, 1987; Thase, 19 82) .  
These trends have important implications for parents. 
Greater options are available for mentally retarded 
children which increase parental choices and value 
decisions ( Schild, 198 2) . Due to the extended lifespans, 
many parents will continue to provide care for a child into 
adulthood. Studies have documented a parent caring for "a 
child" both of whom are in advanced years. Examples of 
seventy and e ighty year old parents caring for fifty year 
old mentally retarded sons or daughters are not uncommon 
3 
within the literature (Ang lin, 198 1; Gold et al., 1987). 
These situations are examples of an older person, facing 
possible limitations in health, energy or financial 
resources caregiving for a son or daug hter who is 
simultaneously facing age related changes. 
An important consideration within this caregiving 
situation is the changes accompanying the aging process of 
both parent and adult child. Correlates of normal aging 
include an increase in chronic conditions, sensory motor 
While declines, and decreased reaction time (Zarit, 198 0). 
changes associated with the aging process do not 
necessarily imply functional impairments, the presence of 
these conditions may decrease an individual's ability to 
perform daily living skills. When a parent of a mentally 
retarded adult experiences these changes, caring for self 
and a dependent may be too demanding. 
Less information is known about the aging chang es 
within the mentally retarded population than the g eneral 
population. Studies about aging changes within the mentally 
retarded elderly frequently employ institutionalized 
samples without controlling for the effects of 
institutional environments ( DiGiovanni, 19 78). Besides 
g eneralizing from biased samples, estimating aging changes 
is problematic due to a lack of consensus about who is an 
"aging" mentally retarded person (Seltzer & Krauss, 198 7 ). 
Studies have used various definitions of aging with minimum 
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ages ranging from thirty to fifty five years (Jacobson, 
Sutton & Janicki, 1985) . 
Although there is variation in the exact definition of 
aging in mental retardation literature, a general consensus 
is that the process begins at an earlier time than in the 
non-handicapped population. Socio-cultural factors 
influencing early onset aging include poor nutritional 
status, unhealthy or sedentary lifestyles, and 
inaccessibility to quality health care services (Delehanty, 
1985; Huber, 1985) . Physiological impairments such as 
genetic factors or brain trauma also hasten age associated 
changes. Conditions found in the general population may 
begin at an earlier age in mentally retarded people. Down 
Syndrome individuals, for example, are a high-risk group 
for early onset Alzheimer's Disease with a high incidence 
found within the thirty to forty year old group (Thase, 
1982; Wisniewski & Merz, 1985) . 
The aging changes of both parent and adult child have 
important implications for continued parenting of a person 
with mental retardation. Age related changes and declines 
affecting both the parents and child may produce 
simultaneous limitations in functioning. A son or daughter 
may require additional assistance at a time when a parent 
is less able to provide it. Decisions over residential 
care for an adult child, for example, can elicit fears of 
nursing home placement in the parents. The interaction of 
5 
aging in an adult child and parent may be greater than the 
separate aging effects of the individuals. 
Aging and Caregiving 
Parents of mentally retarded adults are in their 
middle or later years of the l ifespan. Mid-life caregiving 
has received the most attention in the gerontology 
l iterature when an adult child provides care to a parent. 
Besides spouses, daughters or daughter- in-laws are the most 
frequent caregivers of an impaired family member ( Day, 
1985; Shanas, 197 9). S ince the prevalence of this 
caregiving s ituation is increasing, mid-life caregiving of 
a family member is described as a normative, albeit 
stressful event ( Brody, 198 5). Studies of mid-life 
caregivers report high levels of physical, emotional and 
financ ial strains associated with caregiving roles ( Cantor, 
1983; Z immer & Mellor, 1982). These "women in the middle" 
are involved in multiple and compet ing tasks which produce 
a high level of role strain ( Brody, 198 1). Competing 
demands such as child-rearing, employment and parental care 
leave these caregivers with little t ime and energy. 
Clinicians and researchers have noted the importance 
of family care in supporting older members to prevent or 
delay institutionalization. Over 80% of all long term care 
services to people over sixty are provided by the family 
( Hooyman, 198 3). A study comparing nursing home and 
community samples found the greatest difference between 
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these two groups was social support, not health, variables 
( Silverstone & Burach-Weiss, 1982) , Clinicians and service 
providers have started to include the family in 
interventions with older clients ,  The goals involve 
assisting family and other informal caregivers by providing 
support and education to diminish stress associated with 
the role , 
Need for Research 
Little information is known about the parents who are 
caregivers for a mentally retarded adult , This situation 
of perpetual parenthood ( Jennings, 1987) has a double 
source of role strain occurring from both the specific 
tasks and the extended time of parenting , Older parents 
have recently been included in studies, most frequently 
with the intent of locating substitute caregivers ( Dobrof, 
1985) , The support systems of these parents have only been 
addressed in a cursory way. Studies have not evaluated the 
supports available to assist parents with their own aging 
needs , This fact is unfortunate since these parents have 
dealt with the tasks of caregiving for numerous years, 
decreasing their opportunity to establish support networks 
(Jennings, 1987 ) ,  
The supports available to these parents is a 
significant issue for the social work profession , Due to 
changes in mental retardation services and longer 
lifespans, greater numbers of parents will continue to be 
7 
caregivers into their own old age. The importance of 
social support is well documented within the gerontology 
literature (Cantor, 19 85; Shanas, 1979 ;  Zimmer & Mellor, 
1982) yet little is known about the supports of people who 
have continued within a parenting role. The needs of older 
parents include more than just services for their mentally 
retarded son or daughter. 
I n  an effort to better understand the caregiving 
situation for adult mentally retarded children, the 
literature was reviewed. This review included both 
theoretical and empirical literature on stress and social 
support. The next chapter provides a review of the 
relevant literature. 
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CHAPTER 2 
Summary of Relevant Literature 
Caregiving involves at least two people, one of whom 
is dependent upon the other for some assistance. The care 
of a child is usually a temporary situation since children 
acquire skills which lead to autonomy and independence. 
Parents of the mentally retarded do not fully relinquish 
their caregiver status since many of these children will 
require supervision all their lives. 
The literature review for this study focused on the 
parenting role for an adult mentally retarded child. The 
review includes role theory since parenting a retarded 
child is an ambiguous role which exceeds the usual time 
period of caregiving. Family systems theory was reviewed 
since the parent role is enacted within the family arena. 
Literature on social support was also reviewed, 
specifically the exchanges between people and members of 
their support system. Subsequent sections of the review 
investigated three ambiguous caregiving roles: adult child 
caring for a parent, parent caring for a handicapped child 
and parents caring for a mentally retarded adult. The 
following sections summarize the l iterature in these areas. 
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Role Theory 
Role theory was chosen initially to offer explanatory 
and predictive power for a caregiving situation. Parents 
perform tasks associated with their role as caregiver of 
their child. The responsibilities associated with 
caregiving for a child govern certain behaviors of the 
parents. Concepts from role theory which have relevance to 
caregiving situations are outlined within the following 
sections. 
10 
The domain o f  role theory is the behaviors which 
characterize people occupying certain positions in society. 
Role theory started to gain interest within the 1920 s and 
30s (Biddle & Thomas, 1966) . I nternationally, this era was 
a time of expansive social and political change. 
Historical events such as World War I and the Great 
Depression had a tremendous impact upon individuals and 
family systems. As more men became soldiers, for example, 
women's roles changed to include those previously filled by 
men within the labor force and the home. I n  addition to 
changing gender roles, increased industrialization changed 
immigration and migration patterns as different ethnic and 
racial groups began working in urban factories. The poor 
economy of the early 1930 s forced many middle income 
families into poverty. The events of this period had a 
marked effect upon social roles. These changes precipitated 
problems in functioning for many individuals (Garton & 
11 
Otto, 1964) . 
As a profession, social work is concerned with both 
individual and social dimensions of problematic conditions. 
Role theory has been incorportated into social work 
practice to assist in clarifying clients' needs. Perlman 
( 19 68) states that social work clients seek help from an 
agency because of difficulties in performing their social 
roles. An approach to problems considering only 
psychological aspects neglects situational demands which 
can cause discomfort and pain for clients. Role theory 
helps bring into context the situational aspects of client 
problems. 
While role theory is applicable to many different 
systems, there is little consensus about what specifically 
constitutes a role ( Biddle, 197 9 ) , Roles have been defined 
as identities which include a set of expectations. These 
expectations correspond to behaviors performed by actors 
within the role ( Biddle, 1979 ; Biddle and Thomas, 1966; 
Perlman, 1968) . Actors occupying similar role positions 
demonstrate common behaviors when performing their roles. 
The expectations corresponding to a role govern the 
behaviors actors choose to satisfactorily complete the role 
performance. 
The degree of expectation around the various behaviors 
associated with a role is the degree of consensus. Roles 
with high consensus are normative and those with a low 
. 
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degree are ambiguous roles ( Biddle, 1979). Ambiguous roles 
are problematic for actors because the larger social system 
does not recognize or define the necessary behaviors to 
complete the role (Perlman, 1968). Actors have little 
guidance, support and information about performing 
ambiguous roles in a satisfactory way (Ursprung, 1986). 
Roles are performed in conjunction with other role 
actors. The actors with whom one comes in contact fill 
counterpositions (Biddle & Thomas, 19 66). The role of 
parent, for example, impl ies a counterposition of child. 
The sum of other actors with whom one interacts is a role 
set. A role set has been defined as the actors with whom a 
given actor will interact while performing a role (Gross, 
Mason & MacEachron, 1958). Some interactions have positive 
outcomes for the actors and provide a source of support. 
From a social work practice perspective, social 
workers see clients who experience difficulty in 
interacting with others in their role set. Ambiguous roles 
are problematic since expectations are unclear about how to 
perform in a role ( Perlman, 1968). Actors in ambiguous 
roles are unsure how to interact with actors filling 
counterpositions. 
A second problem frequently presented by social work 
clients is an uneven fit between a role actor's resources 
and the demands of a role ( Perlman, 1968; Rapaport & Resow, 
1966). When role demands exceed resources, the consequence 
is strain ( Biddl e & Thomas, 1966; Biddle, 19 79 ) ,  The 
feelings that accompany rol e strain are incompetence, 
embarrassment, or shame ( Biddl e, 197 9 ) , These negative 
13 
perceptions of self can general ize to other roles , The 
feelings of inadequacy are a common problem presented by 
social work cl ients , For exampl e, the parent who feel s 
incompetent as a caregiver may begin to question competence 
in other roles such as worker and spouse , Social work 
practitioners work with cl ients who feel inadequate in 
mul tiple roles even though strain is associated with a 
single rol e , The source of role strain and the resources 
needed to augment rol e performance are critical components 
of effective interventions with social work cl ients , 
In summary, role theory offers useful concepts with 
relevance for caregivers of a mentally retarded adult , 
This caregiving rol e is ambiguous since few expections 
exist about associated tasks for performance. Parents in 
this caregiving role experience rol e strain with the common 
consequence of self-perceived inadequacy , Social work 
practitioners frequently encounter clients who are 
experiencing difficul ties in performing roles. Assessing 
rol e demands and environmental fit are necessary components 
of effective social work practice , 
Famil y Systems Theory 
The rol e investigated in this research is the 
parenting role which occurs in the context of a family 
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unit. Numerous counterpositions exist, such as spouse or 
grandparent. Since the parent role is enacted within a 
family context, the literature o f  family systems theory was 
reviewed. 
Family theory combines numerous theoretical 
perspectives and disciplines. Various classi fication 
schemes have been used to determine similarities and 
di f ferences between di f ferent models o f  family functioning. 
Laird and Allen (1982) report that family theories contain 
the common concerns o f  communication, rules, organization 
and structure, dif ferentiation and growth, transaction with 
environment, and behavioral and social learning processes 
o f  families. While models o f  family may look dif ferent 
from one another, the real dif ference is in the priority a 
theorist gives to certain aspects o f  family functioning. 
Current models o f  family functioning attempt to 
distinguish those factors which identify families with 
optimal functioning from those units with lower functioning 
levels (Green, 1988) . I n  the literature, two major family 
system models are especially prominent. Both models 
emphasize the same core constructs o f  closeness o f  family 
relationships, responsiveness o f  family members to change, 
and the nature o f  the family communication process (Green, 
1986) . The Beavers-Timberlawn Model views family health as 
equated with competence o f  the system (Lewis, Beavers, 
Gossett & Phillips, 1976) . Family competence includes five 
different dimensions: family structure and power, 
mythology and beliefs, problem-solving ability, autonomy, 
and family affect and feelings (Green, 1986) . This model 
views family competence on a linear continuum. Families 
possessing higher degrees of competence in the five 
dimensions will be assessed as having higher levels of 
competence. 
The Circumplex Model proposed by Olson, Sprenkle and 
Russell (19 79 ) offers another explanation for family 
functioning. This model conceptualizes family functioning 
as having a curvilinear distribution. Optimal functioning 
is a balance between too little or too much of the 
dimensions outlined in the model. The first dimension is 
cohesion or the emotional bonding and closeness of family 
members. Lower family functioning is associated with 
over-bonded members (enmeshed) or extremely autonomous 
members (disengaged) . The second major dimension is 
adaptability which is the family's ability to change in 
response to situational or developmental issues. Families 
that resist change are classified as rigid. Families that 
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are constantly changing or responding to change are chaotic 
(Green, 1986) . The Circumplex model predicts that 
families which function most effectively are those systems 
which fall between the extremes of both dimensions. 
In  summary, family systems theory attempts to explain 
functioning within a family unit. While models vary, 
commonalities exist between the predominant models , The 
constructs o f  communication, relationship, and adaptation 
to change character ize both the Beavers-Timberlawn (Lewis 
et al , ,  1976) and C ircumplex (Olson et al. , 1979) models. 
Social Support Literature 
Social support has the e f fect o f  buf fering or 
preventing stress experienced by ind ividuals , Interest in 
social support began in the mid 1970s with the work o f  two 
epidemiologists (Cassel, 1976; Cobb, 1976). These early 
researchers discussed the importance o f  social supports on 
the ef fect o f  a disease process. These studies move away 
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from a purely medical model o f  illness and began to address 
stress levels, The presence or absence o f  supportive 
others was studied on outcome health variables, Results o f  
both studies report that people with support systems are 
better able to handle stress and enhance their capacity to 
resist negative e f fects on physical health , 
Caplan ( 1974) emphasized the importance o f  social 
supports for individual's mental health, His work 
discusses the importance o f  formal service networks 
interacting with personal support systems , This view 
includes the use o f  community, or macro-level supports, to 
enhance mental health , The mobilization o f  community and 
personal support systems can e f fectively mitigate stress ful 
situations. 
The theoretical basis for social support is the 
17 
exchange which takes place between people and their 
env ironment. Bronfenbrenner ( 1979) proposes an ecological 
model emphas iz ing env ironmental and social influences upon 
ind ividuals. The ecological model moves away from viewing 
people as influenced solely by intrapsychic factors to an 
emphasis on exchanges between individuals and surrounding 
soc ial systems ( Beckett & Coley, 1987; Hartman, 1978) . The 
interact ive perspective views behaviors both as influencing 
and being influenced by other systems and soc ial forces. 
Social exchange theory emphasizes interactions between 
people and their env ironment. Social exchange theory 
conceptualizes human behav ior as an attempt to max imize the 
rewards of social interact ion and minimize the costs ( Blau, 
1964; Homans, 1961) . Exchanges are expected to continue 
only as long as actors perceive them as prof itable (Dowd, 
1975, 1980 ) .  Soc ial exchange theory pos its that an 
interdependent relationship exists between people which 
influences behav ioral interactions ( Chadwick- Jones, 1976) . 
Dowd (1975, 1978) discusses the declining status and 
power within the roles held by older people in our society. 
This situation creates an imbalance in the exchange 
relationships. Older people have less access to powerful 
commodities such as high status, money and valued 
information. Their ability to max im ize profits in 
relationships is dimin ished from these environmental and 
socio-cultural barriers to resources. Beckett & Coley 
( 1987) emphasize the importance of understanding the 
environmental barr�ers and limitations when evaluating the 
interaction of a person with a larger social system, 
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Social support provides a link between role theory and 
social exchange theory. Pearlin ( 1985) proposes that 
members of a role set interact and exchange support, 
However, def initions of social support remain ambiguous 
since the constructs of social support and social network 
are frequently interchanged within the literature, Studies 
which do dist inguish between a support and a social network 
define a social network as a more diffuse construct ( Cook, 
1987; Schilling, 
1984-85; Specht, 
Gilchrist, & Schinke, 1984; 
1986). Social supports are 
Simons & West, 
those 
linkages which include an exchange where the outcome is 
either a decrease of stress or a global enhancement of 
well-being, 
Social support can be categorized by the type of aid 
provided by network members, Instrumental support is the 
provision of material goods or services, The communication 
of love, esteem, and acceptance is emotional, or expressive 
support ( Sherman, Ward & LaGory, 1988), Informational 
support provides knowledge, linkage or referral to other 
sources of social support (Unger & Powell, 19 80), Support 
can be either tangible or intangible (Gottlieb, 198 3), 
Two variables are important in determining whether an 
exchange is considered support ( Simons & West, 19 84-85), 
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One is the degree of helpfulness, meaning the degree to 
which an exchange enhances well-being or decreases negative 
conditions for the recipient. The second variable is the 
fit between the need for support and the type of support 
ava ilable. Support networks which are too dense or 
homogeneous may not provide a sufficient range of options 
to be helpful for a rec ipient ( Schilling, 198 7). Network 
members with similar characteristics and a high degree of 
interaction reinforce existing patterns of behavior which 
may not meet certain support needs ( Hirsch, 1980). 
While a high degree of density and homogeniety in a 
network can limit the availability of support, some 
similarity between members is desirable. Age is one 
variable found to enhance the exchange of support with 
older people. Age homogeneous networks increase reciprocity 
between members of similar status. Reciprocity ls the 
degree of symmetry involved in the exchange (Goodman, 
198 5). Relationships which have a greater degree of 
reciprocity have a higher satisfaction rates for both 
members of the exchange ( Goodman, 198 5). Studies of housing 
for the elderly reported that degrees of life satisfaction 
were greater for individuals with a higher ratio of same 
aged cohorts in support networks. In studies of age 
segregated living environments, Rosow ( 1967) and Osgood 
( 1982) found high levels of life satisfaction among people 
with age peers as network members. For older people, the 
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inclusion of others of a same age cohort in a support 
network decreases a status imbalance and promotes exchanges 
with a higher degree of reciprocity. 
In summary, social support involves the exchanges 
between members of a social network. The interactions are 
perceived as helpful by the recipient of the exchange. 
Certain network characteristics enhance or inhibit 
supportive exchanges. Overly dense or homogeneous networks 
may inhibit support since members offer a limited range of 
supportive options. Studies of the eld erly report that 
reciprocity enhances the degree of satisfaction with an 
exchange. Same aged cohorts in a support network increases 
reciprocity for older people with network members. 
Social Work Practice Theory 
Many social work theories emphasize the need to assess 
problematic roles of clients. McBroom ( 1970 ) discusses the 
importance for social work practitioners to assess the 
consequences of clients' ambiguous social roles. She 
outlines a typology of troublesome role conditions. One 
category is an unsocialized role where clients lack 
socialization into a given role. A second category is an 
inadequately socialized role where learning has been 
incomplete. The final category is a specific socialization 
situation where roles are situational and cannot be 
generalizied to different environments. Both client and 
environmental variables contribute to problematic role 
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enactment . Social workers need to include both types of 
variables in assessments of clients . Specific interventive 
techniq ues which assist cl ients in any of these problems of 
socializat ion are knowledge-giving, clarifying, modeling 
and creating opportunit ies to increase role competence 
(McBroom, 197 0 ) . 
Competence is an important dimension in socialization 
to a role . Competence has been defined as the "repetoire 
of skills, knowledge and qualit ies that enable each person 
to interact effectively with the environment" ( Maluccio, 
1979, p .  28 4) . Dimensions of competence include 
self-confidence in performing role tasks, ability to make 
decisions, and trust in one's judgment . Competence 
includes the ability to cope with changes in society rather 
than dealing with the status quo ( McBroom, 1970 ) . 
Competence behaviors are learned . The role of the social 
work practitioner is to facilitate tasks which increase 
clients' level of competence . 
Social work practice theory is not solely 
client-focused . Environmental inputs of problems and needs 
are included in various theoretical formulations . The 
ecological approach categorizes problems in l iving as 
classified into three types : life transitions which create 
new demands and self images, environmental demands which 
drain resources, and relationship stress (Germain & 
Gitterman, 198 0 ) . The goal of ecological social work 
practice is to intervene in a way to max imize the fit 
between personal resources and environmental demands. 
Social work practice models view the environment as 
potentially supporting individuals. Seltzer ( 1985) 
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discusses the composition of social support networks within 
the older mentally retarded population. Silverstone and 
Burach-Weiss (1982) report that frail elderly with social 
supports have lower admission rates in nursing homes than 
those elderly with no available social supports. For many 
social work clients, informal helpers are key people in 
maintaining adequa t e  functioning levels both in situations 
of acute and chron ic stress. 
Social workers frequently encounter clients with 
difficulty in satisfactorily performing roles ( McBroom, 
1970; Perlman, 1968) . Practitioners are responsible for 
assisting clients in increasing their competence in roles 
by employing interventions which are both client- and 
environmentally-focused. The environment can provide 
support to clients to assist i n  increasing role competence. 
Practitioners can employ or create social support 
structures to assist clients in satisfactorily performing 
roles. 
The following sections report on three caregiving 
roles. The first is the caregiving for an impaired parent. 
This role involves caregiving between two adults. The 
second role involves the parent who cares for a mentally 
retarded child, which includes caregiving for a child with 
a disability. The third role consists of the parent who i s  
a caregiver for a mentally retarded adult child. This role 
combines the s ituation of adult to adult caregiving and 
provision of care to a disabled child. The stress of these 
caregiving s ituations and the effects of social support 
will be explored for each of the three roles. 
Ambiguous Caregiving Roles 
Care of an Impaired Parent 
An adult child assuming care for an older parent is an 
example of an ambiguous caregiving role. A caregiver has 
been defined as the principle person providing or 
coordinating resources for caregiving ( Zarit, Reever & 
Bach-Peterson, 1980) . Care of a parent is an increasingly 
common situation since the aging population has grown. The 
care of an older family member is now being described as a 
normative family stress ( Brody, 1 985) . 
Caregi ver Variables 
Family care of the elderly is estimated to comprise 
about 8 0 %  of the long term care system in this country 
( Hooyman, 1 98 3) .  Although usually designated as family 
care, the majority of responsibility is assumed by one 
person, usually a wife, daughter or daughter-in-law ( Day, 
1985; Ory, 198 5 ;  Shanas, 1 979; Soldo & Myllyluoma, 1 98 3) .  
Many of the caregivers hold multiple roles. These 
women perform tasks of child-rearing, employment and 
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pa rental ca re s imultaneous ly ,  B rody ( 1 98 1) calls these 
ca regive r s  the "women in the middle", de s c r ibing both the i r  
age and the i r  role as  ca reg ive r s  fo r olde r and younge r 
gene ration s ,  Even though role po s s ibilitie s fo r women have 
expanded, younge r gene rat i on s  continue to exp re s s opinions 
that they s hould as s ume respons ibility fo r ca re when 
pa rent s age ( B rody, Johnsen, Fulcome r & Lang, 1983) , 
Families expend la rge amount s of resou rce s in 
ca reg iv ing. In a national s tudy of family support, Shana s 
( 1 979) found that 1 0% of all olde r people we re homebound, 
indicating that many ve ry f r a il people remain in the 
community , That pe rcentage i s  double the 5% rate u s ually 
cited fo r ins t i tutionalized elde rly ( Beave r s  & M ille r, 
1985) , A longitudinal s tudy by Johns on and Catalano 
( 1983 )  found that ca regive r s  did not abandon olde r membe r s  
even if they we re in ve ry f ra il health , Since family 
ca regive r s  p r ovide the majo rity of long te rm ca re to the 
elder ly, the model of ca re has been de s c r ibed as a 
hie rarchial-compensato ry s y s tem w ith child ren o r  a s pou se 
as  the p r efe r red s ou rce of ca re fo r an olde r pe r son 
( Canto r,  1985) , F r iends ,  neighbo r s  and othe r membe r s  of 
info r mal netwo rks sub s titute when familie s are not 
available ( Canto r, 1979) , Fo r mal agenc ie s de s igned to 
prov ide s e r v ices to the elde rly are used when the info r mal 
suppo r t s  of family membe r s  are  unava ilable, 
Caregiver Stress 
The time, effort and cost of caregiving can be a 
burden for caregivers. Two types of burden have been 
identified within the literature. Obj ective burden is a 
consequence of the actual tasks or demands of caregiving. 
Caregiving varies by type of activities performed, length 
of time in caregiving ro le, and the functiona l  l eve l of 
care recipient. Obj ective burden is a measurement of the 
type and qua ntity of caregiving tasks performed. I n  
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studying obj ective burden in caregivers, Clark and R akowski 
( 1983) found that the most stressful tasks were assisting 
with adu l t  daily living skill s. Helping an older person 
with feeding, dressing and toi l eting are ex a mples of tasks 
which contribute to increased burden for the caregiver. 
These tasks need to be performed regularly within a short 
time frame. Caregivers who perform these tasks are 
required to rearrange persona l  schedul es to provide 
assistance. 
Zarit et a l. ( 19 80) measured burden of caregivers, 
using a twenty one item instrument. I n  the sample of 
twenty nine care recipients, multip l e  cognitive and 
behaviora l impairments were present. The most frequent 
type of impairment was limitation in daily living. The 
items which represented the most burden for caregivers were 
the lack of time for themselves and the dependency of the 
care recipient. An inverse corre l ation was found between 
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the ca regive rs' percep t ion of bu rden and the numbe r of 
family visi ts. Ca regive rs who had rela tives visi t fel t they 
we re be t t e r  able to handle t he responsibili tes of ca re. 
Snyde r and Keefe ( 1985) s tudied the unme t needs of family 
ca regive rs. In a sample of 1 17 ,  70 % repo r t ed t ha t  thei r 
own heal th declined by pe rfo rming ca regiving tasks. These 
ca regive rs repo r ted few resou rces to assis t wi t h  ca re. The 
group p roviding ca re fo r the longes t time repo r ted the 
g rea tes t  numbe r of heal th conce rns. 
Ano the r  dimension of bu rden is a subj ec t ive component .  
Cla rk and Rakowski ( 1983) found that  the emo t ional 
componen ts of ca regiving con t ribu te to pe rcep tions of 
bu rden , rega rdless of specific ca regiving tasks. Va riables 
which con t ribu t ed to subj ec t ive bu rden wer e  t he lack of 
knowledge about t he condit ion of the dependen t ,  and 
incong ruence be tween ca regiver 's o the r responsibili ties and 
caregiving needs. Can t o r  ( 1983) repo r ted tha t  caregive rs 
who pe rceived tha t  p roviding ca re caused maj o r  life s t yle 
changes repo r t ed high levels of wor ry and p roblems 
pe rfo rming o t he r  roles. Mon tgome ry, Gonyea and Hooyman 
( 1985) so r ted bu rden into subj ec tive and obj ect ive 
dimensions. While t he two dimensions we re co r rela ted 
( r = . 3 4), t he coefficien t sugges ts tha t  d iffe ren t fac t o rs 
con t ribu te to diffe rent dimensions of bu rden. A mul t iple 
regression analysis found two factors which we re 
significant in p r edic ting subj ec tive bu rden we r e  the age 
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and income level of the caregiver. Peopl e who were younger 
and had higher incomes expressed higher l evel s of perceived 
burden regardless of their careg iv ing tasks. When 
caregiver tasks were regressed on measures of obj ective 
burden, the tasks which were s i gnif icant were those that 
needed to be performed at a set time cons istentl y, such as 
act ivit ies of daily l iving. 
Env ironmental Variabl es 
Env ironmental variabl es are important factors in 
determining the effects in caregiving. One variable which 
increases rol e stra in of caregiving is having both provider 
and recipient l ive in the same home. A secondary analys is 
of a national data set examined intra-househol d caregiving 
( Soldo & Myllyluoma , 198 3 ) .  The fam il i es who expressed the 
highest degrees of d ifficulty in caregiving were those who 
provided care to an unmarr ied, ol der relative w ithin the 
home. These caregivers had few supports comb ined w ith 
competing tasks and demands on their time. Cantor's ( 198 3 )  
study on the effects of caregivers of the frail elderly 
found that the most severe role strains were reported by 
spouses, all of whom l ived in the same househol d as the 
care recip ient. During personal interv iews, these 
caregivers reported loss in outs ide activ ities and personal 
time due to caregiving responsibil ites. 
Two studies have specifically looked at the wel l-being 
of spousal caregivers. Fengler and Goodrich ( 1 97 9) studied 
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life satisfaction in elderly wives caring for a disabled 
husband within the home. Wives scored higher than husbands 
on a measure of well-being yet both groups sco red below 
means for their age cohort. Further analyses were 
performed on wives to see which women were better able to 
cope with caregiving roles. The women who had the lowest 
life satisfaction scores were those who had lower income 
and high degrees of role overload, measured by the number 
of competing responsibilties. Women who scored the highest 
more frequently included their husbands as someone who 
provided them with emotional support. 
A study by Lichtenberg ( 1988)  measured mental health 
problems in caregivers of a disabled spouse , The dependent 
variable was the presence or absence of two common mental 
health problems in the elderly : depression and 
hypochondriasis. Within the caregiving sample, 46% scored 
below the cut-off on either one or both of these mental 
health problems. Predictor variables used in this study 
were measures of stress defined as recent life changes 
(Holmes & Rahe, 1967) and daily hassles, financial 
situation, physical health, social activity and status of 
care receiver. An interesting finding was that the group 
which reported the most severe mental health problems were 
the caregivers who recently made a transition from their 
caregiving role. The members of this group had discontinued 
caregiving within the last six months. Current caregivers 
and those who di sconti nued careg i v i ng longer than six 
months pri or to the study reported fewer mental heal th 
problems. 
In summary, the adult careg iving l i terature indi cates 
that cari ng for an i mpaired adult is a stressful role. 
Studies whi ch have measured demands of caregiving found 
both subj ecti ve and objecti ve forms of stress. People i n  
careg i v i ng roles experi ence stress from both the actual 
tasks of caregi v i ng and thei r  perception of how li festyles 
are altered to accomodate caregiving demands. 
Intra-household caregiving, the s i tuati on where care 
provi der and recipi ent resi de w i thin the same home, i s  
especi ally stressful for caregi vers. Thi s  s i tuati on i s  
associ ated w i th lower life sati sfacti on scores and h i gher 
prevalence of certai n  mental health problems. The 
trans i t i on out of the role of careg i ver i s  another time of 
stress s i nce new roles are establi shed and exi st i ng 
relati onsh i ps are modifi ed. 
Care for a Chi ld w i th Mental Retardati on 
A s i tuat i on faced by many parents is the mental 
retardati on of their child. Perlman ( 1968 ) specifi cally 
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menti ons th is parenti ng situati on as an example of an 
ambiguous role. Although there is no one eti ology, mental 
retardati on has been defi ned as " significant subaverage 
general i ntellectual functi on i ng exi sting concurrently w i th 
deficits i n  adapti ve behavi or, and manifested duri ng the 
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developmental period" (Grossman, 19 77 p ,  5) , Levels of 
retardation vary in severity , Eighty percent (80 %) of 
people with retardation function in the mild range, where 
the retardation is due to an unknown cause , The mild l y  
retarded are found in disproportionate numbers with in the 
lower socio-economic class , Those people functioning in 
the more severe ranges comprise 20 % of the retarded 
population , These levels of retardation are usually due to 
traumatic or genetic factors such as a pre-natal accident, 
complication at delivery or genetic abnormality , People 
with the more severe levels of retardation are equally 
distributed among all social classes ( Wikler & Berkowitz, 
1 983) .  
The effect of a diagnosis of retardation can be 
devastating for parents , Numerous changes occur in 
families with a retarded child , Expectations and 
child-rearing practices are different from those performed 
with non-handicapped children ( Schilling, 198 7 ) , Changes 
in caregiving tasks, responsibilities and timeframes are 
potential sources of stress for these parents , For 
example, parents who continue to feed, bathe, and dress a 
teen-age child may feel little hope that these tasks will 
ever be accomplished independently , The sight of 
grandchildren mastering tasks before a mentally retarded 
adolescent can exacerbate feelings of frustration and 
entrapment for parents , These stresses are not 
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time-limited but recur at points over the course of the 
child and family development. Descrepancies between 
expectations and actua l behaviors of t he child are st ress 
po i nts over the course of developmen t .  A handicapped 
child ' s  deficits are frequent ly more apparent than 
progress. Since mastery i n  mentally retarded people is 
often made in incrementa l steps, parents may have 
diff iculty seeing when skill attainment is tak i ng place. 
Parents may focus on di ssimilari ties of a handicapped child 
and non-handicapped peers instead of achievements of their 
child. 
Chronic Sorrow Model of Stress 
One model which attempts to explain how parents adj ust 
to caregiving tasks for a mentally retarded child is the 
chronic sorrow model. This model was i nitially proposed by 
Olshansky ( 19 62) to emphasize the need for professionals to 
continue to work with families on adj ustment issues across 
the lifespan of the child. Instead of a li near progression 
through stages of adj ustment, this model proposes that 
parents re-experience loss at certain points across the 
child's life course. Wikler, Wasow and Hatfield ( 198 1) 
identify five points in a child's development where the 
different progression of a mentally retarded child is 
especially striking to the parents. These time periods are 
when developmental milestones would have been achieved if 
the ch i ld was not menta lly retarded such as when the child 
would have started to walk,  initiated verbal language, 
entered a regular school system, entered puberty, and 
reached the twenty first birthday which is a cultural 
symbol of adulthood. 
A typology of stress poi nts for parents with a 
mentally retarded child was proposed by Wikler ( 198 1) , 
Parents experi ence both chronic and episodic stress , 
Chronic stress is continuous over the life of the child and 
includes stigmatized social interact i ons for family 
members, prolonged length of care, lack of information 
about services, and grief over the loss o f  the 
non-handicapped child, Episodic stress occurs when 
expectations of a child's development do not correspond to 
actual behaviors, This type of stress is more prevalent at 
certain points in the child's li fe cycle, 
Two studies have tested the chronic sorrow model , 
Wikler et al , (198 1) surveyed both parents of handicapped 
children (N=32) and social work practitioners (N=32), The 
parent group was a clinical sample obtained from a 
diagnostic unit of a university medical center . The social 
work group was obtained from a listing o f  practitioners 
within the university community who had some knowledge o f  
mental retardation. Both groups received mailed 
questionnaires about stressful events in parenting a child 
with a disability , Social workers were also asked to 
identify potential times when stress could be expected in 
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families. Responses of both the pa rent and p rofessional 
groups we re compa red to asce rtain whethe r social wo rkers 
had an accu rate pe rception of st ress points. Both groups 
responded affi rmitively to a di rect question on whethe r 
raising a handicapped child is st ressful (65% of social 
wo rke rs and 6 3 % of pa rents). Howeve r, the groups diffe red 
on the time pe riods designated as most st ressful. Social 
wo rke rs ove restimated the st ress associated with ea rlie r 
life events of the child and unde r -estimated st ress 
associated with events late r i n  development, such as 
adolescence and young adulthood. The event which was 
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consistently unde r -estimated by the social wo rk group was 
the stress associated with a child's twenty fi rst bi rthday, 
designated as a crisis point by the majority of pa rents. 
A second study by Wikle r ( 1986) divided families into 
groups by chronological age of the child. The dependent 
va riable was the level of st r ess in families, 
ope rationalized as the sum sco re on measu res of st ress and 
resou rces ( Holmes & Rahe, 1967 ;  Hol royd, 197 4). Families 
with a child between ages 16 - 19 and 22 - 25 we re 
conside red t ransitional families. Child ren within these 
age ranges a re in one of the t ransitional phases of the 
model, such as pube rty and ente ring a vocational setting. 
These pe riods rep resent times of episodi c  st ress fo r 
families when diffe rences between a disabled child and 
non-disabled pee rs a re ve ry appa rent. Data we re collected 
at two points, an initial collection and two years 
follow-up. Transitional families reported higher stress on 
variables measuring perceived competence i n  parenting 
skills than non-transitional families. 
These empirical analyses lend support to the chronic 
stress model. One limitation o f  the studies is the use o f  
small, homogeneous samples. Larger, heterogeneous samples 
were recommended by the researchers as a way o f  broadening 
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the generalizability o f  the model. A second recommendation 
was to research family social support networks. This 
additional in formation would assist in understanding the 
types o f  supports used by families during periods o f  
episodic stress. 
Within the literature , there is a high degree o f  
consensus that caregiving for a mentally retarded child is 
stress ful. Studies have made comparisons to ascertain 
which caregiving situations are accompanied by higher 
stress levels for parents. Three comparisons o f  stress 
levels have been made: parents with a handicapped child 
and parents o f  non-handicapped children, di f ferent 
caregiving roles within families o f  handicapped children, 
and families with children with di f ferent handicapping 
conditions. 
Comparisons o f  Parental Stress 
Ten studies have assessed the level o f  caregiver 
stress in families raising a mentally retarded child. Roth 
( 1982) discusses the effects of a handicapped child upon 
family economy. A child's disability alters family 
resources in two ways. One factor is the actual cost of 
raising the child, including such expenses as adaptive 
clothing, equipment, medication and the length of time the 
child depends on family resources. The second factor is 
the opportunity cost of care which describes the 
opportunities a family forfeits due to caregiving. An 
example of an opportunity cost is using money for the 
child ' s  care instead retirement investing. A second 
example is rejecting a job promotion that involves 
re-location so a child can remain i n  the same district to 
continue to receive support services. 
35 
Studies of stress levels have compared families with a 
handicapped child to a control group of families with 
non-handicapped children. Tavormina, Boll, Dunn, Luscomb 
and Tayor ( 198 1) administered instruments to a clinical 
sample of parents raising a physically disabled child 
(N= l 44) . The parents were being seen in an outpatient 
department of a pediatric hospital. Five instruments were 
used to measure confidence in parenting: parental illness, 
special problems of the child, quality of family 
functioning, and parental personality type. Both mothers 
and fathers scored below standardized norms on measures of 
confidence in parenting roles. Parents of a handicapped 
child also reported a greater number of overall behavior 
problems in the child with the mothers reporting a greater 
number than fathers. 
Two studies compared stress levels of mothers of 
mentally retarded and non-mentally retarded children. 
Quine and Pahl ( 19 8 5 )  used the Malaise Inventory (Rutter, 
Graham & Yule, 19 70) to measure emotional and physical 
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well-being of the respondents. The Malaise Inventory i s  a 
twenty-four item self-report instrument designed to measure 
respondents ' emotional and physical /psychosomatic symptoms 
in recent weeks. The mean scores for both groups indicated 
that there is stress associated with parenting regardless 
of the functioning level of the child. An i tem analysis 
revealed differences between the two groups. The mothers 
of mentally retarded children reported higher stress levels 
than the mothers of non-retarded children. 
Research on pre-school handicapped children and 
controls in New Zealand also compared maternal stress 
(Wilton & Renaut, 1986) . Questionnaires measuring stress 
levels were administered to a study group of mothers of 
severe and profoundly retarded children (N=40) and mothers 
of non-mentally retarded children who served as a 
comparison group (N=40 ). The study group reported 
significantly greater degrees of stress than comparison 
mothers on eight variables measuring personal and family 
problems. The study group reported higher degrees of 
stress related to poor maternal health, negative attitudes 
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toward the child, overprotective parenting, lack of social 
support, overcommitment of re s pons ibilitie s ,  lack of fam i ly 
integrati on, and ex periencing financial problem s .  
A study on the degree of life change between a group 
of mothers with mentally retarded children and a comparison 
group of mothers of non-handicapped children also reported 
higher levels of stress i n  the study group (West, 1985) . 
Stre ss was operational i zed a s  the amount of l ife change 
taking place for the family. All three groups of mother s 
were given the Schedule of Recent Experience s ( Holme s & 
Rahe, 1967) and a s e l f-report ques tionnaire on the degree 
of life change s. The mother s completed the questionnaire 
retrospectively e stimating life change within four time 
periods: the last O - 6 months, 6 months to one year, l -
2 years, and 2 - 3 years. The compari son group perceived 
that their life change score s had decreased overtime. 
Mothers of retarded children reported scores which remained 
constant a s  the time periods increased. Mothers in the 
study group whose children had both mental retardation and 
a physical disability reported scores indicating that 
s tress increased over time. These four studies of parents 
indicate that the parent role itself is stres s ful and 
parenting a handicapped child increases the associated 
stress. 
Within families, the different caregiving roles 
assumed by parents are ass ociated with different levels of 
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st ress. I n  a l ite ratu re review on st ress , By rne and 
Cunningham ( 1985) repo rted on st ress l evels within a family 
of a hand icapped child . The autho rs repo rted that a 
f requent p roblem ad d ressed in these stud ies is the st ress 
involved with d iffe rent family roles. Mothers we re found to 
have the highest st ress levels as measured by self repo rts 
of well-being , responsibility fo r pe rforming ca regiving 
tasks and pe rceived inte raction with ind ividuals outsid e  
the family unit. St ress associated with pa renting was 
related to the subjective facto rs of the ca regiving role , 
such as feeling isolated i n  social relationships. 
A stu d y  by Dunst , T rivette and C ross ( 1986) measur ed 
d iffe rences between child - rea r ing responsibilities in 
pa rents of a hand icapped child .  Mothe rs repo rted 
significantly highe r numbe rs of physical and emotional 
health p roblems and mo re child -ca re d emands than fathe rs. 
The amount of time spent by mothe rs in pe rfo rming all 
ca regiving tasks was g reate r fo r mothe rs than fathe rs. 
Spending time with the child d ec reased the mothe rs' 
oppo rtunity to spend thei r time in othe r ways. 
A thi r d  compa rison of st r ess levels in families of 
mentally reta r d ed child ren involves the influence of the 
child's cond ition on the family's pe rception of st ress. 
Levison and Sta rling ( 198 1) created an ind ex of stigma , 
hypothesizing that g reate r stigma attached to a child 
cor responded to greate r social withd rawal in the pa rents. 
Facto rs cont ributing to the stigma we re the child's gende r 
and physical appea r ance , The results of the resea rch 
i ndicated th at significantly mo re famil i es with a male 
child felt some deg ree of stigma than families with a 
39 
fema le child , No suppo rt was found fo r the hypothesis that 
the absence of a disabling appea r ance i nc reases the stigma 
pe rceived by the pa rents , 
Comp a r i sons have also been made between families with 
diffe rent aged child ren. The l i te r a ture r eview by By rne 
and Cunningham (1985) repo rted that the ch ronological age 
of the mentally reta rded child is less a p redictor of 
pa rental st ress than the stage of family life o r  behaviors 
exhibited by the child , Tausig (1985) studied the 
relationship between family st r ess and residential 
decisi ons of families in New Yo rk , An assumpti on of the 
study was that a request to place the chi ld in a 
residential f acility indicated a high level of st ress 
p resent within the family , Family st ress was measu red by 
the Schedule of Recent Events ( Holmes & Rahe 1967) with a 
sepa r ate subscale including specific tasks associated with 
the ca r e  of a disabled child , In  the g roup of pa rents with 
younger child ren, which was defined as twenty one yea rs o r  
less, the best p redictor of placement requests was the 
child's social behaviors , The only significant va r i able 
fo r the older group was the child ' s  I Q  level which was 
viewed as a rough estimate of adaptive functioning , 
Families most frequently requested placement for an older 
child when functional ability was low , 
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Suezle and Keenan ( 198 1) reported on service 
utilization patterns in families with a handicapped child 
age twenty-one or younger, Unmet needs in families appeared 
to have a bi-modal distribution , The two groups with high 
amounts of unmet needs were families with pre-school 
children and those with young adults , In the chronic 
sorrow model, both of these groups represent transitional 
families , Pre-school children are about to enter the 
educational system and young adults are preparing to enter 
vocational placements , 
Another study compared family stress across various 
behaviors exhibited by the handicapped child , Quine and 
Pahl ( 1985) compared families of a handicapped child by the 
number and severity of exhibited maladaptive behaviors , 
Families whose child exhibited more severe or frequent 
behavior problems scored lower on a measure of well-being, 
Well-being was hypothesized to be inversely correlated with 
family stress, Families w i th higher stress levels were 
expected to score lower on a measure of well-being, The 
behaviors which elicited the greatest stress for the 
parents were nighttime disturbances of the children and the 
presence of multiple impairing conditions, 
I n  summary, families with a handicapped child have 
been the subject of numerous research studies , While 
caregiving for any child is associated with stress, the 
presence of a handicapping condition appears to i ncrease 
stress f or parents. Researchers have attempted to isolate 
variables a f fecting stress levels o f  parents. The child ' s  
age appears to contribute less than the speci f ic family 
life stage. Transitional periods are especially stress f ul 
as parents re-experience the loss o f  the non-handicapped 
child. This type of stress is episodic and is due to 
discrepanci es between parental expectations and 
developmental progress of the child. Children with 
mult iple physical or behavioral i mpairments increase the 
level of stress experienced by the parents. While most 
studies measured family stress, those studies which 
measured levels of stress experienced by individual family 
members reported greater stress for the mother in her role 
o f  caregiver. 
Social Support of Parents 
4 1  
Social support networks serve the function of 
mitigating or buf f ering stress ( Gottlieb, 198 3 ; Wilcox & 
Vernberg, 198 3 ). Social support networks have the potential 
to assist individuals in adapting to the environment 
( Schilling & Schinke, 198 3 ). With the assumption that 
raising a handicapped child elevates stress for the 
parents, availability and use of supports in these families 
has been explored. 
Three models have been proposed to explain f unctioning 
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w i th i n  fam i l i es of hand i capped ch i ld ren. An ad aptation 
mod el of fam i ly st ress was p roposed by Crn i c, F r i ed rich and 
G reenbe rg ( 1983). The ad aptati on mod el pos i ts that the 
d eg ree of fami l y  ad aptat i on to a hand icapp i ng cond i t i on of 
the ch i ld i s  the d epend ent va ri able. Fami ly st ress l s  the 
independ ent va ri able in the mod el. Fam i l i es who have lowe r 
d eg rees of st ress will exhib i t  a h i gher d eg ree of 
ad aptat i on. The mod e l  includ es two inte rveni ng va ri ables, 
the pe rsonal coping mechan i sms of the pa rents and the 
ecolog ical context of the fami ly system. The ecology 
includ es suppo rts avai lable to assi st w i th ch i ld - rea r i ng 
tasks. Th i s  mod el p roposes that pa rental react i on to 
ra i s i ng a hand i capped ch ild  comb i nes with ava i lable 
resou rces fo r the fami ly to buffe r st ress related to th i s  
ca reg i v i ng s i tuat i on. Both pe rsonal cop i ng style of the 
pa rents and resou rces of the env i ronment, i nclud i ng the 
p resence of suppo rti ve othe rs, ass ists the fam i ly i n  
adapt i ng to the careg i v i ng s i tuat ion fo r a hand i capped 
ch ild.  
A second mod el i nco rpo rates a tempo ral d i mensi on to 
fami ly ad aptati on. Sch i ll i ng and Sch i nke ( 1983) p ropose a 
mod el of pe rsonal cop i ng and soc i al suppo rts fo r these 
fam i l i es. The tempo ral mod e l  ad d resses the functi onal 
changes associ ated with cop i ng and suppo rt ove r ti me. A 
p ropos i t i on of the mod el i s  that with time , some ad apt i ve 
copi ng st rategi es o r  suppo rt can become i neffecti ve o r  
detrimental for parents and child , An ex ample l s  the 
isolation of a child who exhibits severe behavioral 
outbursts , While isolating the child may be an effective 
s hort-term strategy, the cumula tive effect is alienation 
for the fa mily, Anderson and Carter ( 1984) define 
alienation as an absence of links between a system and 
other significant systems i n  the environment, When energy 
is expended within the family unit leaving less energy 
available for exchanges w i th the environment, the family 
risks alienation from other systems, 
For children functioning in the trainable or moderate 
range of retardation, a taxomomy of family life styles w a s 
constructed by Mink, Nihara and Meyers ( 1983) , This study 
used a cluster analysis to minimize intra-group and 
maximize inter-group differences of families, Five 
clusters were establ ished, representing different 
combinations of parental employment status, amount of 
stress experienced by family members and level of the 
family's and the child's self-esteem, Although no measure 
of social support was directly included within this study, 
a retrospective analysis of the clusters of families 
revealed different types of support networks associated 
with each, The families which evidenced the highest 
degrees of functioning appeared to have the greatest array 
and exchange of supports, 
Comparisons of social support systems between families 
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w i th non-hand i capped and hand i capped chi ld ren have been 
conducted. The l i te ratu re rev i ew by By rne and Cunn i ngham 
( 1985) repo rted d i f fe rent suppo rt netwo rks between the two 
g roups o f  fam i l i es. The soc i al suppo rt systems o f  fami l i es 
a re smalle r and mo re dense when a chi ld i s  p resent with a 
hand i capp i ng cond i t i on. Due to the chi ld- rea r i ng demands 
f rom the d isab i l i ty, these pa rents have less time, ene rgy 
and oppo rtun i ty to bui l d  d i ve rse soc i al netwo rks. 
Resea rche rs have exa m i ned the i mpact o f  suppo rt 
netwo rks i n  fam i l i es with a mentally reta rded chi ld. Two 
studi es found that the s oc ial suppo rt p rov i ded by a ma r i tal 
pa rtne r has a si gni f i cant buf f e r i ng e f fect on the measu re 
o f  well-being f o r  mothe rs ( F r i ed r i ch, 1979; F ri ed r i ch, 
W i ltu rne r & Cohen, 1985 ) .  Soci al suppo rt was measu red as 
the degree o f  repo rted marital sat i s f acti on, pee r 
ava i lab i l i ty and fam i ly suppo rt. Mothe rs who repo rted 
suppo rt f rom a spouse sco red s i gn i f i cantly bette r on a 
measu re o f  well-bei ng than those who d i d  not i nclude a 
spouse w i th i n  the i r suppo rt netwo rk. 
Anothe r study repo rted that g reate r suppo rts available 
to pa rents have bene f i ci al e f fects on the chi ld. Dunst et 
al. ( 1986) studi ed suppo rts o f  pa rents with chi ld ren i n  an 
early i nte rventi on p rogram. These chi ld ren had one o f  
th ree handi capp i ng cond i t i ons : a physi cal d i sab i l i ty, 
mental reta rdati on o r  an assessment o f  be i ng 
developmentally at- ri sk. Suppo rt was ope rat i onali zed as 
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the number and type of resources available to help with 
child-rearing. On a measure of parental well-being, two 
areas of support were significant in predicting the 
physical and emotional health of the parents. First, 
parental satisfaction with support systems was a 
significant main effect variable. Second, a greater number 
of support sources combined with a lower number of problems 
exhibited by the child was the second statistically 
significant variable. Additi onal analyses indicated that 
respondents who were more satisfied with support systems 
were less overprotective of their child. A second finding 
was parents who reported supportive social networks 
mentioned fewer troublesome behaviors in their child. 
I n  summary, studies comparing caregiver stress 
indicate that parents raising a mentally retarded child do 
experience higher degrees of stress than control parents. 
Stress levels vary within caregiving roles, with mothers 
reporting higher levels of stress than fathers. Social 
stigma and behavior problems of a child also increase 
stress levels for parents. The stage of the family life 
cycle also affects parents' stress levels. Parents report 
higher levels of stress during certain episodes when the 
delayed progress of their child is especially evident, such 
as beginning to walk, talk, enter school, graduate, and 
enter the workforce. 
The positive effect of social support systems for 
familie s  providing care to a handicapped child have be en 
e xamine d. Studie s  e xamining the effects of support report 
higher degre e s  of functioning in familie s with more 
available soc i al support. Stre ss l e vels of mothers 
decreased when a spouse was perceived as a source of 
support. Available supports for parents corre spond to 
positive outcomes for the child , such as lower incidences 
of maladaptive be haviors and a greater degre e of autonomy. 
Most of the studies e xploring family stress and 
support have use d  populations with me ntally retarded 
children. As reported earlier, life expe ctancies for 
me ntally retarde d  pe ople have be en incre asing. As a 
re sult, more families are care giving for me ntally retarde d  
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adult childre n. Research is e xploring the process of aging 
for me ntally retarded pe ople and the influe nce of age upon 
care giving re quirements and tasks. The next se ction will 
discuss the aging process in mentally retarde d  people. The 
issues which will be include d  are th e definition of aging 
for me ntally retarded people, the n e e ds of this older 
group, and pare nting issues for a mentally retarde d  adult. 
Care for an Adult with Mental Retardation 
Most rese arch in the area of mental retardation has 
focuse d  on children and young adults. The older me ntally 
retarded person has only recently be e n  th e subje ct of 
research. Fe w studies have researched car egive rs of adults 
with mental retardation. 
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Aging in the Mentally Retarded Population 
An is s ue contrib uting to the gap in re searc h i s  the 
problem of de f i n i ng the "older " mentally retarded per son. 
Within me ntal retardatio n l i terature, there is  a con sen s u s  
that ag ing should be de fi ned at an earlier c hronolog i cal 
age than with i n  the general population (Walz et al , ,  l 986), 
A di f ferent de fi nitio n i s  propo sed s i n c e  mentally retarded 
people experie n c e an earlier dec line in behavioral 
capac i ty, an earler on set o f  Alzheimer ' s  Disea s e  especially 
with Down Sy ndrome, and a s horter l i fe s pan tha n  
no n-handicapped people ( Selt z er & Seltzer, 1985 ; Tait, 
198 3 ; Thase, 1982 ) ,  Stud i e s  on the older mentally retarded 
per son have generally de fi ned "older " as  mid- fi ftie s 
i n stead o f  the c ommon defi nition o f  sixty or s ixty- five 
years o f  age (Seltzer & Krau s s , 1987 ; Seltzer & Seltzer, 
1 98 5 ; Walz et al, , 1986) , 
Prevalen c e estimate s that u se f i fty f i ve as  the 
commen c ement o f  aging have b een u sed to determi ne the s ize 
o f  the older mentally retarded group within this  cou ntry , 
Janicki and Mac Eachron ( 198 4) e s timated the n um ber o f  all 
developmentally di sabled people in New York , The total 
cou nt in the s tate was 49, 954 , The fifty five or older 
group totalled 7, 823 ,  or 16% o f  the developme ntally 
disabled population , U s ing the standard 3 %  prevale n ce rate 
for mental retardati on, 1, 3 80 , 0 0 0  people are e s t i mated to 
be both mentally retarded and over fifty five in the U nited 
States ( Seltzer & Seltzer, 19 85). A second study used a 
more conservat ive 1% prevelance rate to account for the 
higher mortality rate in the younger cohorts of mentally 
retarded people. Using the more conservat ive percentage, 
the population of mentally retarded adults over fifty five 
years of age in the nation would be estimated at 460, 000 
(Seltzer, 19 85). 
Comparisons of Mentally Retarded Adults 
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Besides the chronological definitions of aging, a life 
span approach has been proposed to define aging in the 
mentally retarded population. This approach uses an 
adaptive functioning measure which comb ines behavior and 
functional performance. Eyman and Widaman ( 19 87) studied a 
large sample of mentally retarded people in Calfornia ( � 
= 3 0, 749 ) to measure changes in adaptive functioning with 
age. Different developmental courses were found based upon 
the level of retardation for the person. The more severely 
retarded group had flatter skill attainment curves, 
indicating a slower rate of skill development. The more 
mildly retarded evidenced less phys ical decrements w ith age 
than those people with more severe impairments. Changes 
associated with chronological age appear to be different 
between people of different levels of severity, indicating 
that d ifferent definitions of aging may even be appropriate 
within the mentally retarded population as a whole. The 
changes accompanying the aging process vary by functioning 
level among mentally retarded people. 
The types of changes assoc iated w ith aging within the 
older mentally retarded population have been a top ic of 
study. In a review of the literature, DiG iovanni ( 1978 ) 
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reports that a problem with much of this research is the 
use of institut ionalized samples wh ich are biased toward 
those people with severe impa irments. This fact is crit ical 
since no more than 5% of all mentally retarded people live 
within institutional sett ings at any g iven t ime ( Seltzer & 
Seltzer, 1985). Ear ly descr iptions of aging changes among 
mentally retarded people employed institutional , not 
representative samples. 
More recent studies which have included community 
samples have reported comparisons of mentally retarded and 
non-retarded people. A high incidence of early onset 
Alzheimer's Disease is found with in people with Down 
Syndrome ( Ta it , 1983; Thase, 1 98 2). In th is group, the 
disease typ ically begins in the twent ies or th irties 
( Wisniewsk i & Merz , 1985). Other physical changes 
d iffering from the general population include a higher 
level of neuro-muscular d isease , respitory disease and 
cardiac-pulmonary problems ( Rudelli, 1985; Walz et al. , 
1986). These changes are a comb ination of conditions 
associated with retardation and the poor health hab its and 
d iet assoc iated with this population. 
S ince many mentally retarded adults are unable to l ive 
independent l y, l iv ing arrangements of this group have been 
compared to younger cohorts. Two studies using very large 
samp l e  sizes addressed quest ions about the res ident ia l 
status of o l der menta l ly retarded adu lts. The Eyman and 
Widaman ( 1987) survey of the menta l l y  retarded population 
in Ca l ifornia reported that the highest percentage of the 
samp l e  l ived i n  their own homes (47%) . Th is samp le 
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included adul ts of a l l ages and functiona l l eve ls. Older 
peop l e  in the mi ld and moderate ranges remained in their 
homes at a higher rate than those i n  the more severe ranges 
of retardat ion. The Jan ick i and MacEachron ( 1984) study in 
New York of menta l l y  retarded peop l e  over age f ifty five 
reported that there was no difference between those peop l e  
l iving in the community and those l iv ing in institutions 
based upon gender or racia l /ethnic characterist ics. 
However, persons in the community had fewer physical 
disab i l ities and a l ess severe l eve l of retardation than 
the institutional ized group. Peop l e  l iv ing independent l y  
or within the fam i l y  home exhib ited the highest attainment 
of dai l y  l iv ing ski l ls and leve l of independence. 
Two other studies wh ich exp l ored the l iv ing 
arrangements of the menta l l y  retarded popu l ation did report 
differences between racia l / ethnic groups and p l ace of 
residence. Meyers , Borthw ick and Eyman ( 1985) examined a 
samp le of menta l l y  retarded adu l ts in Ca l ifornia. The use 
of a l arge data set ( N =59, 3 19) enabl ed the researchers to 
examine racial /ethnic differences among families. Across 
all ages and levels of retardation, the minority families 
had higher percentages of retarded people living within 
their home than did the white families. Eyman, Boroskin 
and Hostetter ( 19 77) used a combined sample of 8 , 004 
families from the states of California, Nevada and 
Colorado. Comparing individuals of different ages and 
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levels of retardation, the study reported that 50% of white 
compared to 65% of Black or Hispanic famili es with a 
mentally retarded member provided home care. For the 
severely retarded, 33% of white compared to 60% of Black or 
Hispanic families cared for the person at home. Only 5% of 
the white families and Black families cared for a 
profoundly retarded person at home, compared to 
Hispanic families. 
17% of 
The researchers hypothesized that three differences 
between racial /ethnic groups contributed to the caregiving 
patterns. First, communities in which minority groups live 
frequently do not provide the full range of services 
available in predominately white communities. Second, 
minority group members may not be aware of possible 
resources due to lack of knowledge about services or 
language barriers. Third, Black and Hispanic families may 
have a different constellation of social supports which 
influences caregiving patterns. White families may rely 
less on the informal support systems of extended family and 
friends for assistance with caregiving than Black or 
Hispanic families. 
Service Needs of Menta lly Retarded Adults 
Due to i ncreased lifespans, research studies have 
begun to address the unique needs of mentally retarded 
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peop le as they age. Many needs are different from both the 
younger mentally retarded person and non-handicapped 
cohorts (Cotten, Sison & Starr , 198 1) , The life events and 
characteristics of mental l y  retarded people contribute to 
the unique needs of this aging group , 
One need area is access to appropriate services. 
Although an agreement exists in t he mental retardation 
fie l d  that the aging process begins earlier than in the 
general population, other service sectors do not re-define 
e ligibility criteria for menta lly  retarded individuals 
(Se l tzer & Krauss, 198 7) . Eligibility for services to the 
e lderly continue to be defined in terms of chrono l ogical, 
not adaptive age. This criterion excludes menta lly  
retarded peop le from access to appropriate aging network 
services, such as day care, at an earlier age. 
Other service needs of the menta lly retarded resul t  
from the cumu lative effects of functioning as a mentally 
retarded person in society (Walz et al. , 198 6). For 
examp l e, day activity programs are services used by many 
menta lly retarded adul ts. Unfortunate l y, the age of 
participants are se l dom considered when making program 
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dec is ions. El derly menta l l y retarded peop le have l ittle 
use for vocationa l or independent l iving sk i l ls. Programs 
for the o l der group do not modify goals based upon age. The 
o l der individua ls are forced to choose between programs 
hav ing litt l e  re l evance for their l ife stage or no program 
at al l.  O l der menta lly retarded peopl e  face barriers to 
access ex isting services and a lack of services to meet 
their unique needs. 
A second area of need for the mental l y  retarded 
popu lation ident if ied in the l iterature is the need for 
both soc ia l and res identia l autonomy. Two studies exp lored 
life sat isfaction among menta l l y retarded adu lts. F l ynn 
and Saleem ( 19 8 6) interviewed a samp l e  of twelve adu lts 
whose ages ranged from 19 to 44 years. A l l l ived at home 
w ith their parents. A content ana l ys is of the interviews 
indicated that the two changes most desired by these adul ts 
were a more independent l iv ing s ituation and a work 
env ironment. Cattermo l e ,  Jahoda and Markova ( 1988) 
interviewed a samp le of menta l l y  retarded adults who had 
recentl y  moved into community-based residences from their 
fam i l y  homes ( � = 12). Using a semi-structured interview 
format, the researchers reported that eight of the twe l ve 
had initiated p l acement requests w ith the ir parents. The 
samp l e  described l iving arrangements with fam i l y  as 
over-protective and iso lating. The residential move was 
made to increase their l iv ing ski l l s  and socia l contacts. 
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The social isolation of older mentally retarded people 
is another area of need. In a literature review of 
informal support systems, Seltzer ( 1985) reported that the 
majority of members of an older mentally retarded person ' s  
support system were family and service providers. Fewer 
friends were included when compared to non-handicapped aged 
peers. Older mentally retarded people are frequently 
viewed as undes i rable fri ends since there is an imbalance 
in reciprocity in the relationship ( Seltzer & Seltzer, 
1985) . The status and power differentials inhibit 
friendships betwen mentally retarded and non-handicapped 
people. 
Since family members are such important components of 
the informal support network of a mentally retarded adult, 
the death of a parent is a difficult adjustment. This 
event represents the loss of a caregiver and a major source 
i nformal support . Respite care, normally advocated as a 
temporary break for caregivers, also has the benefit of 
helping the mentally retarded person transition out of the 
family home ( Janicki, Krauss, Cotten & Seltzer, 1986 ; 
Joyce, Singer & Isralowitz, 1983) . 
The aging process for mentally retarded adults is 
different from the general population in many ways. This 
population develops unique physical, emotional and social 
issues of aging. Mentally retarded adults are different 
from mentally retarded children and from the older 
non-disabled pe rsons. Pa rents who provide ca re fo r 
mentally reta rded adults face new challenges ove r the 
cou rse of ca regiving. At the same time, they face i ssues 
of thei r own aging process. 
Pa rental St ress 
P roviding ca re fo r a mentally reta rded adult combines 
st ress associated with othe r ambiguous ca regiving roles. 
Mid-life ca regiving fo r a single adult residing within the 
same household has been desc ribed as the most st ressful 
type of adult ca re ( Soldo & Myllyluoma, 198 3). This 
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situation desc ribes most mentally reta rded adults ( Seltze r , 
1985). Pa rents who continue to be ca regive rs have p rovided 
ca re since the bi rth of thei r reta rded child. The life-long 
dependency of a mentally reta rded child inc reases the 
social isolation of these pa rents as they attend to 
psychosocial tasks of thei r own aging p rocess (Jennings, 
198 7 ). 
Increased life expectancies have only recently 
prompted resea rche rs and se rvice p rovide rs to examine olde r 
families p roviding ca re to a mentally reta r ded adult. The 
special needs of the olde r pa rent have begun to receive 
attention within the lite ratu re ( B r unn , 1 98 5; Dob rof, 
1985). Developmental issues of aging may be mo re difficult 
fo r these pa rents due to the continued ca regiving 
responsibilites fo r thei r adult child. Pa rents facing 
decisions about residential ca re , fo r example , face issues 
o f  separation a fter numerous years invested in parenting 
(Goodman , 19 78; Winik , Zetlin & Kaufman , 1985). The 
perception that the parental role is never complete can 
elicit feelings o f  chronic sorrow (Wikler , 198 1). As with 
other periods o f  episodic stress , parents must face the 
magnitude o f  di f ference between their mentally retarded 
adult child and non-handicapped peers. The mentally 
retarded adult who requires assistance with basic skills 
such as dressing and feeding is a stark contrast to 
same-aged peers who are establishing families and careers. 
The inability of the mentally retarded adult to establish 
roles usually associated with adulthood can evoke the 
feelings o f  loss for parents. 
Social Support o f  Parents 
In addition to the psychosocial needs precipitated by 
the caregiving role , older parents have needs for formal 
and i nformal social support. Studies o f  formal service 
needs o f  these parents have reported increased needs for 
health , legal , homemaking and planning for both themselves 
and their dependent (Caserta , Connelly , Lund & Poulton , 
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198 7 ) . The need for residential services has been compared 
in families with younger and older mentally retarded 
members (Tausig , 1985). Factors a ffecting the 
decision-making process for residential care dif fer by age 
o f  the child. While behavior is the best predictor for 
younger children , the best predictor of a placement request 
' 
l 
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for adul ts is the ir level of funct ioning. A pl acement 
request in famil ies with an ol der chi ld appears to be a 
consequence of the family ' s  inab il ity to prov ide careg i v i ng 
tasks. Wh ile requests for residental care of a younger 
chil d tend to be assoc iated with the personal 
characteri sti cs, family functi oning i s  the best predi ctor 
for requests for an ol der chi l d. 
Other studies have assessed the degree to whi ch 
ex isting formal supports meet the needs of ol der parents. 
Caserta et al . ( 1987) stud i ed unmet formal serv i ce needs. 
Parents were categori zed i nto two groups based upon their 
age: those from 50 - 59 years of age, those who were 60 
years and ol der. A question addressed in th is research was 
whether one group of parents woul d report a h i gher number 
of unmet needs. The findi ngs indi cated that the younger 
parents (ages 50 - 59 years) reported greater unmet needs 
than the 60 and over group. Formal service needs of older 
parents seem to progress i n  a non-l i near mode. Although 
not examined d irectl y, the researchers state that the agi ng 
service network may be f i l l ing serv i ce gaps for the over 60 
year old group. 
A day program i s  one service that assi sts many 
famil ies caring for a mental ly retarded adult. The study 
by Gol d et al . ( 1987) of ol der parents reported that al l 
but three of thei r  sampl e � =42) used a day program for 
their adult child. Al most a ll (9 1%) of those parents 
( 
us i ng day p r og rams felt that th i s  se r vice was bene f icial. 
The majo r i ty of these fam i lies did not use any othe r 
se rvi ces. Only 38% used rec reationa l p rog rams, 13% used 
in-home attendents, 8% used resp i te ca re, and 4% used some 
type of c r i s i s  inte rventi on p rog ram. 
The info rmal suppo rt needs of these pa rents have 
recei ved l ittle attenti on in the l i te ratu re. When info rmal 
suppo rt issues have been explo red, quest ions we re limited 
to suppo rt fo r pa r ents i n  thei r ca reg i v i ng roles. As a 
result, li ttle info r mation i s  known about the suppo rts 
available fo r the pa rents' pe rsonal needs. Two studi es 
have exami ned info rmal suppo rts of olde r pa r ents. Mulcahey 
( 1986) i nte rv i ewed pa rents of mentally reta r ded adults 
about futu re legal and residenti al plans fo r thei r adult 
child. Seventy pe rcent (70%) of the sample N =90) had no 
res i dent i al plans with a la rge numbe r of these pa rents 
stati ng that they hoped a si bling would assume ca re. Gold 
et al. (19 87) repo rted 50% of the pa r ents in thei r sample 
had anothe r pe rson i n  the home to assi st with care. 
f requently th i s  person was the respondent's spouse. 
Most 
Although pa rents who p rovi de ca re fo r a mentally 
reta r ded adult face multi ple st r ess a reas i n  thei r lives, 
little resea rch has invest i gated the suppo rt systems 
ava ilable to these pa r ents. The few ex i st i ng studi es we r e  
limited to suppo rt fo r pa rents i n  thei r role as ca reg i ve rs. 
No study has evaluated the pe rsonal suppo rts of these 
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parents. 
The parent role is one which is accompanied by some 
amount of stress. When a child has a disability, such as 
mental retardation, expectations and tasks of parenting 
change. Lifespans of both non-disabled and disabled 
populations have increased, with a concommi t ant increase in 
the length of time parents provide care to a disabled adult 
child. 
The caregiver role for someone with a disability is 
accompanied by stress. Most of the studies on adult to 
adult caregiving are in the gerontology literature where an 
adult child provides care to an elderly parent. Studies in 
the mental retardation literature are predominately focused 
on parents of a young child. Parents who provide care for 
an adult mentally retarded child combine the stress of 
caring for another adult and a person with a disability. 
These parents have been labelled the hidden or forgotten 
caregivers (Jennings, 1987)  and few studies have addressed 
the double source of strain involved in these stressful 
roles. 
The literature review reports on the effects of 
caregiving on the stress level and social support systems 
of the caregiver. Although few studies have examined the 
population of parents with a mentally retarded adult, a 
prediction would be that their stress level would be higher 
and their social support constellation smaller than parents 
00 
who did not have responsibility for such a child , The goal 
of this research was to better understand parents who 
continue i n  their caregiving role by comparing their stress 
and social supports to other parents , 
CHAPTER 3 
Study Desi gn: 
Measuri ng Stress and Soc i al Support Among Caregi vers 
Thi s  chapter descri bes the desi gn of the research 
i nclud ing a descri pt i on of the study, conceptual models of 
the research, hypotheses, measurement, sample procedures, 
pre-test of the i nstrument, the data collecti on strategy, 
and the d ata analys i s  plan. 
Descri pt i on of the Study 
The study compared stress and soc ial support among 
parents occupyi ng three careg i v i ng roles. These roles 
i nclude parents currently provi di ng care for an adult 
mentally retarded chi ld , parents who a r e  no longer 
caregi vers for an adult mentally retarded chi ld, and 
parents of non-handi capped chi ldren. 
The study was desi gned to address two major questi ons. 
The f i rst questi on explored the extent to wh i ch the three 
caregi v i ng roles were associ ated with vary i ng levels of 
stress. The second questi on addressed the soc i al supports 
used by parents who assume d ifferent careg i v i ng roles. 
Both of these questi ons were deri ved from the revi ew 
of l i terature on adult careg i v i ng and mental retardati on. 
The assumpti on underly i ng the study i s  that older parents 
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a re not exempt f rom fac ing the issues of t hei r own ag ing 
p rocess , The phys i cal, soc i al ,  and emoti onal changes of 
ag ing a re comb i ned with the st resses of extended 
ca regivi ng. Old e r  pa rents may requi re ad d i tional suppo rts 
as a result of the comb inati on of ca reg i vi ng 
respons i b i li t i es and the i r own agi ng p rocess , 
P revi ous Resea rch 
Most o f  the p rev i ous resea rch in the a rea of mental 
reta rdati on employed samples of fam i l i es with chi ld ren who 
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a re mentally reta rd ed , Ten a rti cles have i ncluded fam i l i es 
whe re the mentally reta rd ed ind i v i dual was an adult membe r. 
Th ree o f  the stud i es have compa red pa rents of mentally 
reta rd ed chi ld ren and ad ults , 
summa r i zed i n  Table 1 ,  
The th ree stud i es a re 
I nse rt Table 1 here 
F i ve stud i es have used samples solely of pa rents of adult 
chi ld ren , These stud i es a re summa r i zed in Table 2 ,  
I nse rt Table 2 he re 
Two ad d it i onal a rti cles d i scussed p racti ce w i th pa rents of 
mentally reta rded adults , 
Table 3 ,  
These a rti cles a re summa r i zed i n  
Table 1 
Studies Comparing Families with Younger and Older Children 
DATA QUESTION/ 
STUDY COLLECI10N HYPOTHESIS INSTRUMENTS RESULTS 
Suezle & Keenan mailed survey what Is the dlfference 57 page survey parents of younger 
( 198 1 )  between service needs researcher formulated children used more 
N=330 and use for families of services and had greater 
different aged M.R supports than parents 
children of older children 
Tauslg case file review do individual or family residential placement behavior variables were 
( 1985) variables best predict a application best predictors for 
N=251  request for residential children under 2 1  and 
placement of a retarded family stress variables 
child were best predictors for 
child over 2 1  
Wlkler mailed survey do families whose M.R Questions on Resources family stress scores were 
( 1 986) child Is In a transitional & Stress (Holroyd, 1974) higher for families where 
N=60 period experience more and Schedule of Recent child was In transition. 
stress than families Events (Holmes & Rahe, this study operationalized 
whose child Is not In 1967) as entertng adolescence or 
transition young adulthood 
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Table 2 
Studies With Adult Children Only 
DATA QUESTION/ 
STUDY COLLECTION HYPOTH ESIS I NSTRUMENTS RESULTS 
Goodman personal lntervtew what happens to parents researcher constructed parents reported high 
( 1 978) as M . R. child ages semi-structured Inter- degrees of fear about their 
N=23 view child's fu ture and high 
degrees of physical Illness 
Winik , Zetlln, participant how does the nature of field summary of M .R .  rela tions fell Into two 
& Kaufman observation and the rela tionship between adults t ransitioning Into categories: dependent where 
( 1 985) parent personal M .R adult and parent a community living M .R person was dependent 
N=29 Interviews Influence adjustment In situation and a 120 Item on parents for many tasks 
community living parent survey of living and support ive 
where M . R. person received 
some but not all assistance 
from parents 
Mulcahey personal Interview what types of legal and semi-structured most parents had no plans 
( 1986) residential plans do interview fom1at for legal or residential 
N=80 parents of M . R  adults issues for M . R. child with 
have formulated health s ta tus of parent 
being the  best predictor 
of having formal plans 
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Table 2 (continued) 
Studies With Adult Children Only 
STUDY 
Gold, Dobrof. 
& Torian 
( 1987) 
N=42 parents 
N=60 agencies 
Caserta, 
Connelly, Lund 
& Poulton 
( 1987) 
N= l98 
DATA 
COILECilON 
personal inteIView 
and agency surveys 
personal interviews 
QUESTION/ 
HYPOTIIESIS 
what is perception of 
older parents own service 
needs and how aware are 
agencies about needs of 
these parents 
what are the formal seIVice 
needs of older parents and 
which variables best 
predict a need for seIVices 
INSTRUMENTS 
open-ended question 
tnteIView and survey 
for agencies 
personal competence 
measure and self-rating 
health scale and a scale 
of formal service needs 
RESULTS 
parents expressed great 
needs for help In caregMng. 
esp. tn obtaining future 
residential placements for 
son or daughter while 
agencies In agtng network 
Identify few clients who 
are identified as caregivers 
of M.R adult 
significant number of older 
parents require formal 
services to help with care­
g1v1ng of M.R adult with 
poor health status being 
the best predictor of unmet 
needs 
8l 
Insert Table J here 
A rev i ew of these art i cles i nd i cates that parents of 
old er chi ld ren have d i fferent need s from parents of younger 
child ren , The research i nd i cates that parents report 
problems i n  performi ng the i r  caregi v i ng role that cross the 
entire li fespan of a mentally retard ed son or d aughter. 
The needs of parents with ad ult menta l ly retarded children 
have recently begun to rece i ve attenti on i n  the soci al work 
pract i ce li terature , 
Study Des ign 
The stud y  used three groups of parents , The groups 
were d etermi ned by class i fy i ng parents on two vari ables : 
their caregi v i ng status and the d epend ent cond i ti on of 
thei r  adult child,  Caregi v i ng status of parents was 
c l assi f i ed as e i ther acti ve or past careg i v i ng ,  Acti ve 
caregi vers were parents currently provi d i ng care to a 
d epend ent adult chi ld , Pas t caregi vers were those parents 
who no longer are prov i d i ng care for a son or d aughter , 
The second class i f i cati on vari able was the cond i t i on of the 
d epend ent adult , The categori es of thi s  vari able were 
d i sabled and non-d i sabled , For the purposes of th i s  stud y, 
the d i sabled group was l i m i ted to adults w i th mental 
retard at i on , Fi gure represents a typology of these 
caregiving roles . 
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Table 3 
Practice Issues with Older Parents 
AITTHOR 
Brunn 
( 1 985) 
Jennings 
( 1987) 
ISSUES ADDRESSED 
Describes a family and children's agency model of practice with parents of mentally retarded adults. 
Services are built upon these assumptions: the focus 1s continuing relationship between parent and 
adult child, realization that end of life Issues include unfinished parenting, and parental need for 
continued education about aging process and changes of mentally retarded people. 
Describes the experience and sources of stress for aging parents. These parents face unique Issues: 
recognition that aging will alter careglving abilities, the M.R person will always need some support 
and careglving, the cumulative isolation felt by these parents. lack of respite services. cumulative 
financial drain on resources. and Inadequate counseling by professionals who do not address later 
life Issues in these families. 
()) 
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I nse rt F i gu re l he re 
Th ree of  the four g roups o f  the typology we re i ncluded 
i n  the resea rch. The fi rst g roup we re the act i ve 
ca reg i ve rs o f  a mentally reta rded adult, labelled the 
act i ve ca reg i ve rs. O ne compa r i so n  group i ncluded past 
ca regi ve rs o f  a mentally reta rded adult, labelled past 
ca reg i ve rs. These pa rents have a mentally reta rded adult 
child who d i d  n o t  resi de i n  thei r household. A n  additi o nal 
compa r i s o n  g roup was past ca reg i ve rs of n o n-d i sabled 
dependents, labelled the n o n -ca regive r group. This g roup 
was comp r i sed of  pa rents who ra i sed child ren without 
d i sabiliti es. 
The final g roup, act i ve caregi ve rs of n o n -d i sabled 
adults, was n o t  i ncluded i n  the study. Adult chi ld ren i n  
this catego ry most f requently res i de with the i r parents to 
receive tang i ble assistance; such as mo ney, f o od, o r  
shelte r, and the decisio n  to rema i n o r  retu rn to the family 
home i s  mostly related to financ i al problems of the adult 
child ( Bane, 1976; 
198 5) . 
Bianch i ,  1987; Manci n i  & Bli esz n e r, 
This living s i tuatio n i s  st ressful fo r the pa rents. 
P roblems due to d i ffe rent li festyles between adult child 
and pa rent a re commo n (Ma nci n i  & Bl i esz ner, 1985) .  The 
ma r ital relatio nship can also suf fe r  as tensio n af fects 
Figure 1 .  Typology of Caregiver Roles 
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Caregiving Status 
Disabled 
Non-Disabled 
Active 
Current caregiver 
of M.R adult 
Current caregiver 
of non-handicapped 
adult 
Past 
Past caregiver 
of M.R adult 
Past caregiver 
of non-handicapped 
adult 
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relati onsh i ps between other household memb ers. However , the 
expectation of these parents i s  th at ass i stance will be 
temporary and their adult ch i ld w i ll ach i eve an i ndependent 
status. The type of assistance provi ded in th i s  situ ation 
i s  di fferent from pa rents caring for an adult mentally 
retarded ch i ld who frequently are responsi ble for a variety 
of ass i stance to their adult ch i ld. The support needed by 
an i nd i v i du al with mental retardation can i nclu de 
ass i stance w i th act i v i t i es of da i ly l i v i ng ,  transportation , 
as well as financ i al assistance. 
An second di fference between these two caregiving 
s i tu ati ons i s  the length of t i me the adult ch i ld i s  
expected to resi de with i n the household. Adult ch i ldren 
without d i s a b i lities frequently seek ass i stance from 
parents i n  a cri s i s  situ ati on; such as a d i vorce , or 
unemployment. After the s i t u a t i on h as sta b i l i zed , the 
adult ch i ld may be a ble to resu me i ndependent funct i on i ng. 
Adults w i th mental retardation , however , m a y  requ i re 
ass i stance for an i ndef i n i te amount of ti me. Beca u se the 
type of ass i stance provi ded and the length of t i me for 
careg i v i ng are different , acti ve caregi vers of adult 
non-di s a b led ch i ldren were not i ncluded i n  the study . 
Conceptu a l  Models 
The focus of th i s  study i s  on parents i n  three 
careg i v i ng roles. The context of performi ng a careg i v i ng 
role i s  i nfluenced by a number of other relationsh i ps i n  
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the env i ronment, The mode l s  wh i ch support th i s  research 
dep ict the dynam i c  connect i on between an i nd i v i dua l and h i s  
or her ro l e  re l ati ons. Three mode l s  are presented to 
i l l ustrate the re l ati onsh i p  between the di fferent l eve l s  o f  
soc i al uni ts, 
The theoret i ca l  mode l i s  an eco l og i ca l perspecti ve of 
soc i a l  order. Th is mode l accounts for the re l ati onsh i p  
between an i nd i v i dua l and the context and sett i ng of the 
person. F i gure 2 dep i cts d i fferent l eve l s  of systems 
rang i ng from the i nd i v i dua l to the pervas i ve cul tura l  
system. 
Insert Fi gure 2 here 
S i nce the mi crosystem i s  embedded w i th i n mu l t i p le systems, 
the di agram portrays that a ro l e, such as careg i ver, must 
be vi ewed w i th i n the context of other systems (the meso, 
exo and macro systems) . 
The second i s  an emp i r i ca l  mode l ,  Th i s  mode l 
represents the theoreti ca l  mode l i n  researchab l e  order , 
Insert F i gure 3 here 
The mode l demonstrates that different system l eve l s  are 
dynami c  and mutua l ly inf luenced, The mi crosystem, 
representi ng the i nd i v i dual, i nc ludes both i nterna l 
Figure 2 .  Theoretical Model 
MACRO SYSTEM 
EXOSYSTEM 
\-1ES0SYSTEM 
\-1 I C RO SYSTEM 
MICROSYSTEM 
Patterns of activities. roles and interpersonal relationships 
experinced by a person and the psychological functioning of 
the individual (Beckett & Coley. 1 987) . 
MESOSYSTEM 
Inter-relationships between microsystem. for example .  a family 
relating to a school system.  
EXOSYSTEM 
7 2  
Environmental factors which have an ind irect effect o n  a n  individual .  
for example. the affect of  a parent 's social support network on the 
development of a mental ly retarded child . 
MACROSYSTEM 
Cultural. sub-cultural and general belief patterns. for example. attitudes 
toward housing mentally retarded people in the community .  
EXOSYSTEM 
Respite care 
P rogram 
MACRO­
SYSTEM 
Public funding 
for programs 
for mentally 
retarded adults 
Figure 3. Empirical Model 
MESO­
SYSTEM 
Interaction of 
families with 
menta lly retarded 
adults 
' 
MICROSYSTEM 
CAREGIVING 
Individual 
! f 
Role 
Relationships 
Fami ly Friends 
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p r o c esses ( Be c kett & Co ley, 198 7 ) and ro l e  re l ati onsh i ps. 
An examp l e  usi ng a c a reg i v i ng s i tuati on he l ps i llust rate 
the dynam i c  qua l ity of these di ffe rent sy stems. If the 
st ress asso c i ated w i th the c a regi v i ng ro l e  (m i c rosystem ) 
i n c reases due to l o nge r li fespans of pa rents and a c h i ld 
w i th mental reta rdati o n, changes may o c c u r  i n  pri o r i t i es 
f o r  fund i ng (mac rosystem ) to establ ish a g reate r numbe r of 
resp ite c a re programs (ex osystem) fo r fam i l i es. Avai lable 
resp ite p ro v i de rs g i ve the fam i ly an o ppo rtuni ty inte ract 
with othe r fa m i l i es (mesosystem ) .  In tu rn, th is 
so c i al i zati on d e c reases the st ress fe lt by  the c a regi ve r  
( m i c rosystem ) .  
The th i rd m o del gu i des the resea rch o f  th i s  study. 
The m i c ro system was se lected as the leve l of ana lys i s  with 
the i nd i v i dua l c a reg i ve r  as the unit of ana l y s i s. 
I nse rt F i gu re 4 he re 
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The two maj o r  resea rch questi ons are about the functi oning 
of the c a regi ve r. The fi rst questi on explo red the effect 
of c a reg i v i ng status upon the repo rted st ress of the 
c a regi ve r. The sec o nd questi on expl o red the effe ct of  
c a regi v i ng status upon the so c i a l  suppo rt netwo rk of the 
c a regi ve r. These two g l o ba l  questi ons gu i ded the 
hypotheses fo r th i s  resea rch. 
The resea rch i n cluded deve l opment of  six mai n  
Figure 4. Research Model 
Caregiver 
Demographics 
age 
labor force status 
education 
religiosity 
caregiver 
Status 
Individual 
Stress: 
physical health 
personal time 
life change 
(This relationship 
will not be tested.) 
L-----------J" 
Household Demographics 
Martial Partner: 
status 
change in status 
years marrted 
Childern: 
number 
functional level 
presence/absence of MR 
ages 
Household system: 
total # in home 
income 
years in home 
Role 
Relationships 
"' ' 
Social Support: 
social relations 
social network dimension 
functional content of 
support 
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hypotheses. Each hypothes i s  pred i cts a relat i onsh i p  
between parents i n  d ifferent caregi v i ng roles and a 
d imens i on of stress or soc i al support. Hypotheses and 2 
compare act i ve and past caregi vers. 
compare act i ve and non-caregi vers. 
compare past and non-caregi vers. 
Hypotheses 3 and 4 
Hypotheses 5 and 6 
Hypotheses of the Study 
Act i ve Careg i ver Hypotheses 
H Y POTH ES I S  1 :  Acti ve caregi vers of mentally retarded 
adults w i ll report hi gher degrees of stress than past 
caregi vers. 
Sub-hypotheses are proposed as follows : 
1 )  acti ve caregi vers w i ll report a greater number of 
physi cal health problems than past careg i vers 
2) acti ve caregi vers w i ll report fewer hours avai lable 
for personal t i me than past caregi vers 
3 )  acti ve caregi vers w i ll report a greater number of 
l i fe changes than past careg i vers 
H YPOTH E S I S 2 :  Acti ve caregi vers w i ll report a d ifferent 
soci al support constellati on than past caregi vers. 
Sub-hypotheses are proposed as follows : 
Soci al Relati on Dimensi ons: 
1) acti ve caregi vers w i ll report fewer people i n  a 
soci al support network than past caregi vers 
2) acti ve caregi vers w i ll report fewer contacts 
w i th members i dent i f i ed as supports than past 
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caregi vers 
Soc ial Network D i mens i ons : 
1 )  acti ve caregi vers will report fewer age cohorts 
as members of the i r  soc i a l  support network than 
past careg i vers 
2)  acti ve caregi vers wi l l  i denti fy more people in 
formal roles as supports than past caregi vers 
Funct i ona l Content of Support D i mensi ons : 
1 )  acti ve caregi vers w i ll report fewer rec i procal 
exchanges with i n  the soc ial support system than 
past careg i vers 
2 )  acti ve careg i vers w i ll report lower degrees o f  
sati sfacti on w i th thei r  soci al support system 
than past careg i vers 
3 )  acti ve careg i v i ng parents will report fewer 
express i ve and a greater number of i nstrumental 
exchanges w i th i n  the i r  soc ial support system than 
past acti ve careg i v i ng parents 
HYPOTHES I S  3:  Acti ve careg i vers of mentally retarded 
adults w i ll report hi gher degrees of stress than 
non-caregivers. 
Sub-hypotheses are proposed as follows: 
1) active caregi vers w i ll report more physi cal health 
problems than non-caregi vers 
2) acti ve caregi vers w i ll report fewer hours avai lable 
for personal time than non-caregi vers 
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3 )  act i ve caregi vers will report a hi gher number of life 
changes than non-caregi vers 
HYPOTHES I S  4 :  Act ive caregi vers will report a d i fferent 
soci al support constellation than non-careg i vers. 
Sub-hypotheses are proposed as follows : 
Soci al Relation D i mensi ons : 
1) act i ve caregivers will report fewer people i n  a 
soci al support network than non-caregi vers 
2 )  act i ve careg ivers will report fewer contacts with 
members i d enti f i ed as supports than non-caregi vers 
Soc i al Network D i mensi ons : 
1) act i ve caregi vers will report fewer same age 
cohorts as members of the ir soci al support network 
than non-caregivers 
2 )  acti ve caregi vers will i d ent ify more people i n  
formal roles as supports than non-caregivers 
Functi onal Content of Support Di mens i ons : 
1) act i ve caregi vers w i ll report fewer reci procal 
exchanges with i n  the soci al support system than 
non-caregi vers 
2 )  act i ve caregi vers w i ll report lower d egrees of 
satisfaction with their soci al support system than 
non-caregi vers 
3 )  acti ve careg i vers will report fewer expressi ve and 
a greater number of instrumental exchanges with i n  
their soci al support system than non-caregi vers 
. 
Past Caregi ver Hypotheses 
HY POTHES I S  5 :  Past careg ivers of mentally retarded adults 
will report higher degrees of stress than non-careg i ve rs. 
Sub-hypotheses are proposed as follows : 
1) past careg i vers wi ll report mo re phys i cal health 
problems than non-careg ivers 
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2) past careg i vers will report fewer hours avai lable for 
personal time than non-careg ivers 
3)  past careg ivers will report a higher number of life 
changes than non-careg i vers 
HYPOTHE S I S  6 :  Past careg i vers w i ll report a di fferent 
soc i al support constellati on than non-careg i vers. 
Sub-hypotheses are proposed as follows: 
Soc i al Relat i on Di mens i ons : 
1) past careg i vers w i ll report fewer people in a 
soci al support network than non-careg i vers 
2) past careg i vers w i l l  report fewer contacts with 
members i dent i f i ed as supports than non-careg i vers 
Soci al Network Dimens ions: 
1) past careg i vers w i l l  report fewer same age cohorts 
as members of the i r  soci al support network than 
non-careg ivers 
2) past careg ivers w i ll i dentify more people i n  
formal roles as supports than non-careg i vers 
Functi onal Content of Support D i mensi ons: 
1) past careg i vers w i ll report fewer rec i procal 
exchanges with i n  the soc ial support system than 
non-caregi vers 
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2 ) past caregi vers w i ll report lower degrees of 
sati sfact ion with their soci al support system than 
non-careg i vers 
3 ) past careg i vers w i ll report fewer expressi ve and a 
greater number of instrumental exchanges w i thin 
the i r  soc i als support system than non-careg ivers 
Fi gure 5 v i sually represents the hypotheses of differences 
between parents in the three careg iving roles. 
I nsert F i gure 5 here 
Fami ly Interv i ew Data 
The hypotheses of stress and soc i al support predi ct 
di fferences between parents i n  di fferent caregi v i ng roles. 
The theoret i cal and emp i r i cal models dep i ct the i nteracti on 
between systems of d ifferent levels. An add i t i onal area of 
i nqui ry of the study was the i mpact of an adult chi ld who 
i s  mentally retarded upon the family as a uni t. I nterv i ews 
were held w i th f i ve fam i l i es to explore thei r  fami ly 
funct i on i ng. Questi ons gui di ng the open-ended interv i ews 
with the f i ve caregi v i ng fam i l i es centered on funct i oning 
within the fami ly uni t  and i nteracti ons of the fami ly i n  
the communi ty. 
Three general research questi ons were explored with 
Figure 5. Representation of Proposed Hypotheses 
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the f i ve fami l i es. These areas correspond to the 
dimensi ons o f  fami l y  funct i on i ng common to the 
Beavers-Ti mber l awn (Lewis et a l . , 1976) and Ci rcump l ex 
(Olson et a l . ,  1979) models. The three research questi ons 
are : 
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1) What character i zes communi cat i on patterns in  fam i l i es 
where a menta l l y  retarded adult resi des w i th the 
parents ? 
What are the l i nes of communi cati on with i n the 
fam i l y  members ? 
How much exchange does the fami l y  have with 
other systems i n  the env i ronment ? 
2) How are changes hand led i n  these fami l i es ?  
Does the fam i l y  have p l ans for the i r  future ? 
Hi stor i cal l y, how has the fami l y  hand led cri ses 
si tuati ons whi ch have occurred ?  
3 )  How c l ose are the bonds between fami l y  members i n  a 
househo l d  whi ch conta ins a menta l l y  retarded adu l t ?  
What act i v i t i es are the fam i l i es invo l ved i n  as a 
system ? 
What act i v i t i es do fam i l y  members do 
i ndependent l y ?  
How sat i sf i ed are members with the current degree 
o f  c l oseness w i thin the fam i l y  system ? 
These three overa l l questi on areas were the basi s  for the 
fam i l y  intervi ews. These i ntervi ews were conducted to 
enri ch the data from the surveys about act i ve caregi vers by 
prov i d i ng insight and understandi ng in fam i ly functioni ng. 
Measurement 
Var i ables wh i ch measured the three constructs of the 
research model were selected. Character i st i cs of the 
careg i vers and their households were included. Stress 
contai ned the three dimensi ons of health, free time, and 
l i fe change events. Soci al support included three 
d i mensi ons of soc ial relat i ons, soc i al network, and 
funct ional content of the support. The var i ables of the 
study are di scussed i n  the followi ng sect i ons. 
Characteri stic Vari ables 
The characteri sti c vari ables were categor i zed as 
e i ther i nd i v i dua l or household demographi cs. Ind i v i dual 
vari ables were associ ated w i th characteri st i cs of the 
caregi vers. These i ncluded gender, race, current and past 
work status, percept i on of rel i g i osity, rel i g i ous 
affiliati on, number of rel i g i ous act i v i t i es attended per 
week, educati on, and age. 
The household i tems corresponded to relat i onsh i ps of 
the fami ly members or vari ables wh i ch were attri buted to 
the enti re household uni t. These included mari tal status, 
length of marital status, place of resi dence, disabilites 
of household members, i ncome, number of chi ldren, number i n  
household, and years i n  home. 
The acti ve and past caregi ver groups had i tems 
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concerning their son or daug hter with mental retardation. 
Both groups of parents included these variables : gender of 
child ; independence in activities of daily living, such as 
walking, dressing, bathing, feeding, going to the bathroom, 
preparing simple meals, using public transportation, and 
getting around the neighborhood; and age of child. Past 
caregivers also had items about current situation of their 
child which included present living situation, years since 
the child left home, number of times talking on the 
telephone, visiting, and overnight stays per month, and 
miles between residences. 
Stress Variables 
Three of the study hypotheses compare caregiver groups 
on stress variables. From the examination of the 
caregiving and mental retardation literature, three 
dimensions of stress were used in this study. Health 
status, amount of personal time, and degree of life events 
were dimensions of stress measured in previous research. 
The studies employing each of these dimensions of stress 
are summarized in the following sections. 
Health Status 
Six previous studies have used physical health as a 
dimension of stress. Table 4 summarizes the studies which 
have reported on physical health status. 
Insert Table 4 here 
These studi es suggest that a number of phys i cal health 
i mpa irments are reported by caregi vers. The number and 
severi ty of these conditions may i ncrease as the length of 
careg i v i ng i ncreases. 
Thi s  study employs four self-report measures of 
phys i cal health. Prev ious studi es have used self-reports 
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of health condi t i ons si nce these measures correlate hi ghly 
w i th object i ve measures of phys i cal health (Caserta et al. , 
1987). 
Four health measurements were used i n  th i s  study. 
Three were part of the Health and D a i ly L i v i ng Manual 
developed by the Soc i al Ecology Laboratory of Stanford 
Uni versi ty Med i cal Centers (Moos, Cronk i te, B i lli ngs, & 
F i nney, 1985). Each index i s  summari zed and comparati ve 
data are provi ded, when ava i lable. 
The Physi cal Symptom I ndex conta i ned eleven possi ble 
health symptoms . The parents reported the presence of any 
of these i tems within the past 12 months. E x amples of 
these i tems were: "felt weak all over", "had trembli ng 
hands", and "had frequent and severe headaches". 
Two other studi es were rev i ewed that used the Physi cal 
Symptom Index as a stress measure. A study investigating 
the relationsh i p  between envi ronmental stressors and 
Table 4 
Studies Using Health Variables 
STUDY 
Cantor 
( 1983) 
Caserta et al. 
( 1987) 
Gold et al. 
( 1987) 
Goodman 
( 1978) 
Johnson & Catalano 
( 1 983) 
Snyder & Keefe 
( 1985) 
Zimmer & Mellor 
( 1 982) 
FINDINGS 
There Is an Inverse correlation between length of careg1v1ng and the health status of caregivers. 
For parents of mentally retarded adults. poor health status was a stgntftcant predictor of a need for 
formal services. 
Parents of mentally retarded adults reported multiple health problems including arthritis, visual 
impairments, and hypertension. 
As a group, older parents of mentally retarded adults reported a high number of heallh problems. 
Longitudinal study of family members who assumed caregMng roles reported that between the first 
and second measurement . caregivers reported more physical health impairments. 
Study of effects of providing care. careglvlng role was associated with Increase in physical health 
ailments and less time lo devote to positive health promotion acltvittes. 
Strains associated with careglvlng exacerbate existing physical unpalnnents. 
(JJ 
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depress i on reported a Cronbach's alpha of . 80 for th i s  
i ndex ( B i ll i ngs & Moos, 1984a) .  The depressed group ( n = 
4 2 4) experi enced an average of f i ve or s i x  symptoms whi le 
the non-depressed controls n = 4 2 4 )  reported an average of 
two symptoms. The average age of the sample was 4 0  years. 
The second study used a random commun i ty sample ( � = 2 49)  
obtai ned i n  the San Franc i sco area (Cronki te & Moos, 1984). 
Men reported an average of 2 . 3  of these symptoms with women 
report i ng an average of 1. 7. The average age i n  thi s  
sample was 4 7  years for men and 4 4  years for women. 
A second health status measure, the Depressed Mood 
I ndex, i ncluded s i x  i tems. Examples of the i tems were : 
"feel;i ng l i ke you couldn't get goi ng", "feeli ng your memory 
wasn't ri ght", and "feeli ng nothi ng turned out r i ght for 
you". Parents reported any of the feeli ngs they had 
experi enced with i n  the past 1 2  months. 
One study employi ng a commun ity sample N = 2 4 9) used 
thi s  i ndex ( Cronk i te & Moos, 198 4 ) .  Women i n  thi s  study 
reported an average of 2 . 3  i tems and men reported an 
average of 1. 6. Studi es whi ch have reported rel i ab i l i ty 
data for thi s  i ndex have reported Cronbach's alpha rangi ng 
between . 71 to . 91 ( B i ll i ngs & Moos, 1984a; 
Moos, 198 1, 198 2 ) .  
Holahan & 
The thi rd health measure was the Physi cal D i agnosi s  
I ndex. Parents reported on the presence of 14 health 
condi t i ons di agnosed by a physi c i an. Respondents were 
asked to indic ate whether they had been diagnosed with 
these c onditions or had experienc ed any problems connected 
to a previous diagnosis with i n  the past year , 
Three studies w e r e  reviewed which inc luded this 
measure of stress , One study ( � =8 18) compared depressed 
patients to matc hed non-depressed controls (Billings, 
Cronkite & Moos, 1983) , The patient group reported an 
average of one medical condition ( 1 , 17 for men and , 8 1 for 
women) , The control group reported fewer of these items 
( , 28 for men and , 60 for women) , A second study ( N = 3 14) 
compared depressed patients and their spouses to 
non-depressed couples (Mitc hell, Cronkite & Moos, 1983) , 
The depressed patients reported the most conditions ( � 
= l , 08 )  compared to their spouse ( M = , 85) or the control 
c ouples M = , 4 1) ,  The third study using a clinically 
measured symptoms 12 months 
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depressed sample ( � =233) 
post-treatment (Mitc hell & Moos, 1984) . 
an average of , 98 of these conditions , 
The group reported 
The average ages of 
the participants in the three studies ranged from 39 to 44 
years , 
Two other items on physic al health were included , 
Respondents were they asked how they rated their overall 
physical health compared to other people their same age , 
Finally, parents reported whether they engaged in any of 
seven activities which included: "eating 3 meals daily", 
"sleeping 6 - 8 hours per night", and "smoking c igarettes". 
( 
Personal T i me 
Bes i des health status, the literature also suggests 
that a component of caregiv i ng stress i s  the lack of 
personal t i me available to the caregiver. Table S 
summari z es the f our studies whi ch have i ncluded a measure 
of personal time 
Insert Table 5 here 
Two i tems were i ncluded which measured personal t i me 
available to the caregi vers. The first was a question on 
the number of hours available per week to the respondents 
to do whatever they chose. A second item was a question 
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about their satisfaction with the amount of available time. 
Respondents reported whether they were very satisfi ed, 
satisfi ed, d i ssatistied because of too many hours, or 
dissati sf i ed because of too few hours of free time 
available to them. 
L i fe Events 
A th i rd d i mensi on of stress was the l i fe events 
experienced by the careg i vers. 
measures of global l i fe changes. 
studi es. 
Four stud i es have used 
Table 6 summarizes these 
Insert Table 6 here 
Table 5 
Caregiver Studies Using Personal Time Variables 
STUDY 
Barnett & Baruch 
( 1985) 
Clark & Rakowski 
( 1983) 
Fengler & Goodrich 
( 1979) 
Zartt et al . 
( 1980) 
FINDINGS 
Study of mothers of non-handicapped children and teens. Mothers reported high degrees of role 
strain and multiple competing roles. These demands left little time for mothers to address personal 
needs. Role demands were especially prevalent 1n mothers of older children. 
Literature review on the personal tasks of caregivers and the effects of careg1v1ng tasks. The loss of 
personal time was one of the most stressful adjustments for caregivers. 
Study of role overload 1n caregivers. A dimension of role overload was the degree to which caregivers 
had demands which completed for personal time. 
Study of burden 1n caregivers of older adults. One item which represented the highest degree of burden 
was a lack of time for self. 
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Table 6 
Studies Using Life Change Variables 
STUDY 
Clark & Rakowski 
( 1983) 
Jenkins 
( 1985) 
Lichtenberg 
( 1988) 
Tausig 
( 1985) 
FINDINGS 
A stressful part of caregMng is the unpredictability associated with tasks. Caregivers reported the 
inability to predict or make decisions about their future because of the caregMng role. 
Research on mothers of the mentally ill reported that the degree of life change was related to a 
measure of psychological adjustment of the caregiver. Mothers with higher degrees of life change 
had lower psychological adjustment scores. 
Study on spouses of impaired men reported a higher degree of life change for those wives who were 
caregivers. 
Study about residential care decisions by parents of the mentally retarded used a life change measure 
as one dimension of family stress. 
9
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A number of other stud i e s  have included the Life Event 
Index a s  a stres s mea s ure, Three studies employed cli n i cal 
samples,  I n  two stud i e s  of depre s sed pati ent s ,  ( N = 2 3 3  
and � = 4 2 4) each s ample experi enced between two and three 
negat ive life event s with i n  the past year ( B i llings  & Moo s, 
1984b; M i tchell & Moo s ,  1984) . Pos itive l i fe event s were 
mea s ured i n  one of the s e  s tud i e s  (Mitchell & Moos ,  1984) , 
The sample reported an average of . 7 5  pos i t i ve event s 
with i n  the prev i ous  year. A thi rd cli n i cal s ample ( N 
= 1 1 3 )  i ncluded pat i ent s i n  a drug treatment program 
( F i nney, Moo s & Mewborn, 19 80 ) ,  The sample reported an 
average of , 85 pos it i ve and 1, 3 negati ve l i fe events s i x 
month s after treatment, 
Two stud i e s  have u s ed the L i fe Event I ndex with 
commun i ty sample s,  One s tudy ( � =267) controlled for 
gender and employment statu s,  Employed men reported an 
average of , 9 3  negati ve events compared to 1, 0 for employed 
women (Holahan & Moo s ,  1982) , A s econd study ( N = 2 49)  
reported an average of , 90 negati ve life event s experi enced 
by women compared to , 9 4  of these events reported by men 
(Mitchell & Moo s ,  1984) , The average age i n  these stud i e s  
ranged from 4 2  to 49 years of age, 
Social Support Var i ables 
S i nce re s earch on s oc i al s upport has become more 
prevalent i n  the soc i al s c i ence and psychology literature, 
greater attenti on i s  bei ng pai d  to meas urement and 
methodologi cal i ssues. One problem i n  the research on 
soc i al support i s  a lack of conceptual clari ty in 
def i n i t i ons. In an early def i n i t i on, Caplan ( 1974) 
def ined soc i al support as feedback and vali dati on wh i ch 
prov i des informati on and gui dance t o  a person. Cobb ( 1979) 
deli neates the d i mensi ons of the construct s oc i al support 
wh i ch are: i nstrumental, such as counseling;  acti ve, such 
as motheri ng; and materi al, such as goods and servi ces. 
House ( 198 1) def ines soc i al support as an interpersonal 
transact i on whi ch includes: emoti onal concern, such as 
love or l i k i ng; instrumental a i d, such as goods and 
serv i ces; i nformat ion, such as l i nk i ng to resources, and 
self-apprai sal such as feedback. 
Due to the lack of conceptual clari ty, many 
researchers have constructed study-specifi c measurements, 
rangi ng from one global questi on to a 10 0 i tem scale ( House 
& Kahn, 198 5) . Many of these instruments lack construct 
val i d i ty defi ned as the extent to wh i ch a measurement 
i nstrument reflects the doma i n  of the construct (Carmi nes & 
Zellor, 1979) . Many ex i st i ng soci al support i nstruments 
measure soc i al support uni di mensi onally, such as the number 
of supports or degree of contact with supports. Currently, 
soci al support researchers are recommendi ng that 
instruments need to measure more than one d i mensi on of 
support (Depner, Wethi ngton & Ingersoll- Dayton, 1984; 
House & Kahn, 198 5) . 
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A third problem is the design of social support 
research. Many studies have employed retrospective designs 
to measure the impact of social support upon a stressful 
event. An example is the measurement of social support 
following a divorce. A hypothesis in this type of study is 
that social support is provided to enable an individual to 
cope with the stress of the event. The ex -post facto 
design is unable to measure the degree of change in support 
as a consequence of the event (Depner et al., 1984) .  This 
design also fails to account for the buffering potential of 
support. A retrospective design cannot determine the 
change in stress as a result of social support. 
,More than one dimension of social support was measured 
in this study. House & Kahn ( 19 8 5) suggest that the domain 
of social support include social relationship variables, 
structural variables and functional vari ables. This 
research used an existing instrument for which there is an 
accepted level of reliability and validity. 
Recommendations from the social support literature 
emphasize the need to refine existing instruments instead 
of continuing to create new ones (House & Kahn, 1985) . 
The research did not employ a retrospective design where 
social support is measured after the occurrence of a given 
event, such as a request for a residential placement of a 
mentally retarded child. 
As stated earlier , social support has been defined in 
many ways. A soc i al support network i s  a sub-set of a 
person's larger soc i al network (Pearli n, 1985) wh i ch 
i ncludes a subjecti ve feeli ng that the exchange enhances 
the rec i p i ent's well-bei ng (Antonucci ,  198 3 ; Shumake & 
Brownell, 198 4) .  Support can be found i n  ind i v i duals, 
groups or i nst i tut i ons (Schilling et al. , 1 984) . Th i s  
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study combi ned elements from ex i sting def i n i t i ons to defi ne 
soc i al support. For th i s  research, soci al support was 
defi ned as exchanges between i ndi v i duals w i thin a person's 
soci al network whi ch are percei ved by the rec i p i ent as 
enhanc i ng well-be i ng. 
The vari ables selected to measure soc i al support i n  
thi s  s tudy represented the three dimensi ons recommended by 
House & Kahn ( 19 8 5) i n  the i r  rev i ew of the soc i al support 
li terature. One di mens ion of soci al support i s  the 
ex i stence and quanti ty of support. A second di mensi on is 
the structure of support, spec i f i cally number of age 
cohorts and roles of support prov i ders . The th ird aspect 
i s  the functi onal d i mens i on whi ch includes the type of 
support provi ded, the degree of reci proc i ty w i thin the 
exchanges, and the i nd i v i dual's sati sfacti on w i th the 
support recei ved. 
The i nstrument wh i ch measured soci al support i n  thi s  
study was the Soci al Relati onship Scale ( Mcfarlane, Neale, 
Norman, Roy & Stre i ner, 198 1) . Thi s  scale was chosen for 
several reasons . Fi rst, the Social Relat i onship Scale 
( S R S ) i s  a multi d imensi onal measurement of soci al support, 
Respondents were asked to supply i nformati on about their 
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soc i al support across different areas of l i fe stress, Th i s  
format does not make the assumpti on that someone i s  equally 
supporti ve in every si tuat i on, Parents i dent i f i ed wh i ch 
members of thei r  support system were helpful i n  the areas 
of home and fami ly, health, personal and soc i al, and money 
and fi nanci al i ssues, The SRS  also reports i tems on the 
n umber in the respondents' soc i al support system, their 
sati sfacti on with support, counterposi t i ons of the members 
of the support system and reci proci ty with i n  the exchange. 
As defi ned i n  role theory, a counterposi t i on i s  the 
compli mentary role, for example, the counterposi t i on of a 
parent role i s  a ch i ld role (Bi ddle & Thomas, 1966) , 
The SRS  has several pos i t i ve measurement features , 
The format does not b i as respondents to i denti fy certai n  
sources of support or eli c i t  soci ally appropri ate responses 
(Mcfarlane et al, , 198 1) , Respondents were asked to 
i denti fy the i n i t i als of up to e i ght people who they 
percei ved as supporti ve, Addi t i onally, reports on the 
rel i ab i l i ty and val i d i ty of the SRS  have been pos i t i ve ,  To 
assess the cri teri on vali d i ty, Mcfarlane et al, ( 198 1) 
used the SRS  w i th a sample of general populati on subjects 
( N=5 18 ) ,  The i nstrument was able to d ifferenti ate a 
c l i n i cal sample rece i v i ng mari tal treatment from a 
non-cli n i cal sample, These authors also measured 
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rel i ab i l i ty by the test-retest method , Correlati ons were 
computed for group of commun i ty college students after a 
one we e k  i nterval , Ind i v i dual correlati ons ranged from , 62 
to , 99 w i th a med i an of , 9 1 ,  Thi s  coeffi c i ent i ndi cates 
h i gh rel i ab i l i ty for the S R S  at retest , A separate rev i ew 
of measures of soc ial support reported the advantages of 
the S R S  over other measures , The SRS prov i des more 
i nformat i on about support than other measures, i ncludi ng 
quant i tat i ve and qual i tati ve d i mensi ons, reci proci ty in the 
exchanges, and role relati onshi ps (McDowell & Newell, 1980 ;  
Tardy, 1985) , 
Two add i t i onal measures were i ncluded i n  the survey to 
assess the soci al support of the three parent groups , One 
additi onal measure asked respondents to i denti fy the 
closeness i n  age between themselves and each of the i r  
i dent i f i ed supports , The respondents reported whether each 
i nd i v i dual was f i ve years e i ther younger or older, or the i r  
same age. 
The second add i t i on was the type and frequency of 
support recei ved , Parents were asked to report how often 
the follow i ng events occurred: they talked about personal 
or pri vate i ssues w i th someone, they had someone loan them 
somethi ng, they were g i ven advi ce, they were told that 
someone liked what they d i d, they had someone help them 
take care of someth i ng, and they were shown physi cal 
affecti on ,  Respondent reported whether they had recei ved 
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each type of support at all, a li ttle bit, some, or quite a 
b i t  w i th i n  the last month. 
I n  summary, health, personal time, and degree of life 
change were used as measures of stress in thi s  study . 
I nstruments from the Health and Da i ly L i v i ng Manual (Moos 
et al. , 1985) were used to measure health and life events. 
An add i t i onal di mensi on, health act i v i t i es performed, was 
i ncluded i n  the survey. 
Measurement i ssues i n  soci al suppo rt were also 
exami ned. Measurement of th i s  construct i s  compli cated by 
the abundance of measurement instruments and the lack of 
conceptual clari ty. Th i s  research used the Soci al 
Relatf onsh i p  Scale (Mcfarlane et al. , 198 1) . The SRS  was 
selected because it i s  multi d i mensi onal and measures soci al 
support across different areas of functi on i ng. S i nce 
respondents i dent i f i ed members of thei r  own support system, 
soci ally appropr iate responses were m i n i m i zed. The SRS  
also has good rel i ab i l i ty and val i d i ty data reported i n  the 
l iterature. 
Sampli ng Procedures 
No sampli ng frame ex i sts that represents the 
populati on of all act i ve caregivers of mentally retarded 
adults. A sampli ng frame i s  the operati onal procedure and 
the materi als used to account for the populati on when 
drawi ng a sample (Warwi ck & L i n i nger, 1 9 75) . Fowler ( 1984) 
descri bes three general classes of sampli ng frames : 
sampli ng whi ch is done from a complete l i st of indivi duals 
in the populat i on under study, sampling whi ch is done by a 
set of people who go t o  a cert ain place or recei ve a 
certain serv ice, or sampli ng performed in t wo or more 
st ages , The second type of sampling frame was chosen for 
the research , Thi s  method i s  a non-probabi li t y  sampling 
procedure wh i ch means that all elements of t he populat i on 
do not have a chance of bei ng selected , Non-probability 
sampli ng has limitat i ons s i nce the data cannot be 
generali zed t o  a l l  parents o f  mentally ret arded adults ,  
Research on t h i s  group of parents, however, i s  i n  the 
init i al st ages , The use of a non-probab i l i t y  sample seems 
appropri ate at this  stage of t he research , 
Community Servi ces Boards 
Respondents in  t he act i ve and past caregi v i ng groups 
were secured through t he communi t y  mental health service 
deli very system , In Virg i n i a, mental retardat i on servi ces 
are deli vered by agenci es represent i ng count ies and / or 
cit ies ,  Each serv i ce deli very area has a system where 
every mentally retarded cli ent i s  served by a casemanager , 
Casemanagers are account able to a supervi sor who oversees 
servi ces , S i nce fi les are kept for all client s using 
mental retardat i on servi ces, casemanagers have access to 
informat i on about the l i v i ng arrangement of each cli ent , 
Casemanagers were used t o  i dent i fy parents on their 
caseload who met the cri t er i a  for part i c i pat i on ,  
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F i ve communi ty serv i ces boards ( CS Bs) part i c i pated in 
th is study. The CSBs are all located in east central 
Virgi n i a  ( See Appendi x  A for map) . The parti c i pati ng areas 
were the C i ty o f  R i chmond; Chester field County; Hanover 
Coun'ty; Henri co Distr ict wh i ch cons ists o f  Henri co, 
Char les C i ty and New Kent Counti es; and Petersburg Di stri ct 
wh i ch cons i sts o f  the C i ty o f  Petersburg, the City o f  
Hopewell, D i nw i dd i e, Greenvi lle, Pri nce George, Surry and 
Sussex Counti es. The combi ned land area includes both 
rural, suburban and urban areas. Appendi x  B contai ns land 
area and populati on data for the locati ons that 
parti c i pated i n  the research ( MapMaker So ftware, 198 8 ) .  
Eacfi C S B  was contacted duri ng March through Apri l, 
1989,  to di scuss the goal and process o f  the study. One 
C S B  chose not to parti ci pate i n  the study because o f  
confli cts w i th an i nternal research agenda. A substitute 
CSB  was selected w i th characteristics similar to the 
non-parti c i pati ng locati on. 
The role o f  the C S Bs i n  the research was to i denti fy 
parents o f  adult mentally retarded chi ldren i n  their 
servi ce area. These parents were categori zed i nto either 
the acti ve or past careg i v i ng group. 
Study Group: Act i ve caregi vers 
Act i ve caregi vers were de f i ned as birth parents o f  a 
mentally retarded adult chi ld who are the pri mary 
caregi vers for that person w i thin their household. These 
parents we re eli gible for participati on in the study if 
thei r  adult chi ld met these cri teria : 
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1) currently receiving one or more mental retardat i on 
serv ice (s) 
2) havi ng an act i ve or open file through the serv i ce 
system 
3) bei ng at least 18 years of age 
4) living with one or both b i rth parents 
Compar ison Group 1 :  Past caregivers 
Past caregi vers were defi ned as b i rth parents of a mentally 
retarded chi ld who were not prov i d i ng caregi v i ng for the 
person w i thin the fami ly household. These parents were 
eli g i ble · for participati on i f  the i r  adult child met these 
cri teri a: 
1) currently receiving one or more mental retardati on 
service (s) 
2) havi ng an act i ve or open file through the serv i ce 
system 
3) bei ng at least 18 years of age 
4) not currently l i vi ng w i th one or both parents 
5) at one time li ved i n  the same household as his or 
her parent (s) 
An i n i t i al meeti ng was scheduled with the casemanager 
superv isors in the CSBs. Each supervisor was gi ven a 
packet whi ch i ncluded a questi on and answer sheet on the 
proj ect ( See Appendi x  C) and a draft of the questi onnai re. 
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The superv i sors were respons i ble for collect i ng the 
names / addresses of the parent s who were i dent ified by each 
of the i r  casemanagers. Each supervi sor was contacted 
approx i mat ely t wo weeks after t he i n it i al meet i ng t o  
receive a count of the total number of parent s who were 
ident ifed by the casemanagers i n  the i r  agency. 
Non-Caregi ver Parent Group 
The f i nal group of caregi vers were secured through 
five area churches. The fa i t hs represented i n  this group 
were Bapt i st , Met hod ist , and Cat holi c. These d enomi nat i ons 
were select ed based on the analysi s  of responses of 
rel i g i ous aff i l i at i on from act i ve and past careg iver 
groups. An i ni t i al meet i ng was scheduled with t he clergy i n  
the five churches. The d efi n i t i on used t o  i d ent ify these 
parents i s  presented below. 
Compari son Group 2 :  Non-Caregi vers 
Non-caregi vers were defi ned as b irt h parents of a chi ld or 
chi ld ren without mental ret ardat i on or other known 
disabili t y. These parents were eli g i ble for i nclus ion i n  
the study if  t hey met three cri t eri a: 
1 )  b i rt h  parents of a non-d i sabled child ( ren) 
2) havi ng at least one chi ld over the age of 1 8  
3) havi ng no chi ld over age 1 8  i n  the household 
The clergy used only t he f i rst and second criteria to 
i dent i fy parents in t heir congregat i ons. The fi nal 
cri t er i on was enforced after surveys were returned from 
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parents who met the fi rst two cri ter i a ,  Thi s  dec i s i on was 
based on an assumpti on that clergy may not be knowledgeable 
about household membershi p  compos i t i on ,  The clergy more 
readi ly knew if  parents in  the i r  congregat i ons were l i v i ng 
w i th an adult chi ld then know i ng the age of that chi ld ,  To 
el i m i nate any possi ble b i as that parents who were 
i dent i f i ed were the most fam i l i ar to the clergy, the fi nal 
cri teri on was enforced to exclude those respondents who 
reported that they res i ded w i th an adult chi ld , 
Pre-test of Questi onna i re 
Parent Group 
Pri or to the ma i l i ng of the quest i onnai re, two groups 
were i nvolved i n  a pre-test and cri t i que of the survey 
i nstrument , One group was a support group for parents of 
mentally retarded adolescents, sponsored through Hanover 
CS B ,  These parents were selected because they were not 
el i g i ble for parti c i pati on i n  the study due to the age of 
the i r  chi ldren , However, thi s  group was very i nterested i n  
the research and agreed to part i c i pate i n  the pre-test, 
The parents were i nvolved i n  two ways . F i rst, they 
answered and returned the survey draft whi ch was then 
revi ewed and exami ned to determi ne i f  the i tems were 
answered correctly , A second task was to prov i de feedback 
about the i r  percepti on of the quest i onnai re ( see Appendi x  D 
for cover letter to pre-test parents and feedback sheet) , 
The parents were asked to esti mate t i me to complete the 
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su rvey, cla r i ty of i nstruct i ons, and readab i l i ty, 
Seven pa rents retu rned the su rvey and feedback fo rm. 
Thi s  numbe r rep resented a 70% response rate, A review of 
the completed questi onnai res revealed that the i tems 
contai ned l i ttle m i ssing data o r  inco r rect responses , The 
feedback fo rms fai led to reveal p roblems i n  the 
const ructi on of the su rvey. The su rvey took respondents an 
average of 3 3  m i nutes to complete , One respondent 
commented that the p r i nt s i ze was too la rge, howeve r, no 
one else menti oned the s i ze as a p roblem, A f inal questi on 
on the feedback fo rm asked pa rents i f  they would have taken 
the t i me to complete thi s  su rvey i f  they had r ecei ved it i n  
the mai l.' All seven respondents state that they would have 
taken t i me to complete i t ,  
I nfo rmati on f rom thi s  group was helpful i n  thi s  stage 
of the resea r ch ,  The questi onnai res retu r ned by thi s  group 
appeared to be accu rate and complete , 
P rofessi onal G roup 
A g roup of human se rv i ce p rofessi onals we re asked to 
provide feedback about the questi onnai re, The Human 
Subject Commi ttee of Cheste rfield C S B  rev i ewed the survey 
d raft , Thi s  group i s  composed of fou r membe rs, two of 
whom have docto ral degrees and expe r i ence in conducti ng 
resea rch p rojects , Two i ssues of conce rn we re raised by 
thi s  group of p rofessi onals , 
The fi rst i ssue raised was on the readab i l i ty of the 
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survey. In response to th i s  concern, an analys is of the 
readi ng level of the quest i onna i re was conducted. The SMOG 
Index was used to determi ne how much educati on a reader 
would need for comprehesi on of the materi al ( Mullens, 
198 3 ) .  The vocabulary of both i nstructi ons and i tems of 
the questi onnai re were analyzed. The overall readab i l i ty 
of the quest i onnai re was between a 6th and 7th grade level, 
with the raw score of 6. 74. 
A second i ssue presented by members of the Human 
Subject Committee was the length of the questi onnai re. 
Th i s  spec i f i c  concern was the PERI L i fe Event Scale, whi ch 
contai ned a total of 102 i tems (Dohrenwend et al. , 1981) . 
Thi s  i ns tument was ori g i nally chosen to measure degree of 
l i fe changes . However, due to the concern about length and 
d i ff i culty of the i nstrument, the L i fe Event I ndex (Moos et 
al. , 198 5) was substi tuted. A f inal versi on of the 
questi onnai re i s  i ncluded i n  Appendi x  E. 
Data Collecti on 
The data were collected i n  three stages . Stage l was 
securi ng parents i n  the acti ve and past caregi v i ng groups 
through the C S Bs. Stage 2 was securi ng non-caregi v i ng 
parents through churches . Stage 3 was conducti ng fami ly 
i ntervi ews w i th f i ve fam i l i es i denti f i ed by the CSBs. 
( Appendi x  F provi des a chronologi cal outli ne of the tasks 
of the data collecti on phase. ) Data were collected by 
mai led questi onnai re i n  Stages l and 2. In Stage 3, data 
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were coll ected by i ntervi ews conducted with i n  the household 
of each fami ly. 
Survey Data 
The casemanager superv i sors and church cl ergy were 
prov i ded w i th an informati on packet descri b i ng the 
research. The casemanager superv i sors recei ved an 
i nformati onal packet whi ch i ncluded a copy of the research 
model , di agram of the hypotheses, and quest i on and answer 
sheet on the research whi ch i ncluded a rati onale for usi ng 
the C S Bs to i dent i fy parents. 
Caut i ons were taken to assure confi denti ality of 
cl i ents i n  the CS Bs. Packets contai n i ng the questi onna i res 
were l abel l ed and mai l ed by agency staff. The packets 
contai ned a cover letter wh i ch expl a i ned the research and 
assured the parents that the i r  ident i t i es were unknown to 
the researcher (See Appendi x  G for a sample cover l etter to 
parents) . 
A number of strategi es were empl oyed to i ncrease the 
return rate of the questi onnai res. One was to i nclude an 
i ncenti ve for the parents to take time to compl ete and 
return the questi onnai re. W i th i nput from staff i n  the 
C S Bs, sti ckers were pri nted w i th a logo stati ng, "Parents 
are Peopl e Too ! "  Each cover l etter contai ned a set of 
sti ckers for the parents. A second strategy was to conduct 
a fol l ow-up mai l i ng one week after the questi onnai res were 
mai l ed. Each casemananger supervi sor was g i ven a set of 
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postcards whi c h  were mai led through the CSB. Th i s  
correspondence reminded parents that they had received a 
questi onna i re w ith i n  the past week and to return it as soon 
as possi ble. The strategi es of prov i d ing an i ncenti ve and 
d o i ng a one week follow-up ma i l i ng are assoc i ated with 
hi gher return rates i n  mai led surveys (Dillman, 19 7 8 ). A 
thi rd strategy used to inc rease response rates was 
personali z i ng the c over letter and postcard.  In a stud y 
whi ch explored surveys mai led to physi c i ans, personalizing 
the ma i l i ng i nc reased the response rates up to 53 . 1%  
(Maheaux, Legault & Lambert, 1989). Each cover letter was 
c o-si gned by the researcher and casemanager. The 
c aseman�ger's name inc reased familari ty w i th someone 
assoc i ated w i th the researc h. Ad d itionally, each postcard 
conta i ned a handwritten thank-you and si gnature of the 
researcher. 
One hund red f i fty one ( 15 1) surveys were returned by 
the combi ned group of a c t i ve and past caregi vers. Broken 
d own geographi c ally, 44 were from Ri chmond and Henri co 
D i stri ct eac h, 24 were from Hanover, 23 were from 
Chesterfi el d ,  and 16 were from Petersburg D i st i ct. Table 7 
summari zes the surveys returned w i thin each CSB  by 
c aregi ver group. 
Insert Table 7 here 
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Table 7 
Surveys Returned by Community Services Boards (CSBs) 
Active Caregiver Past Caregiver 
CSB Number Returned % Returned Number Returned % Returned 
Chesterfield 12 36% 1 1  48% 
County 
Hanover 17  59 7 
County 
Henrico 29 50 15 79 
District 
Petersburg 9 36 7 47 
District 
Richmond 29 40 15  
C ity 
Tota l  96 55 
54 
33 
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The second stage of the data collect i on process was to 
secu re non-caregi ver parents , Pri or the select i on for th i s  
group, a preli m i nary analysi s  of surveys returned from the 
acti ve and past caregi ver groups was performed , Churches 
were contacted from the second data collect i on phase whi ch 
represented the rel i g i ous affi liations of  the othe r two 
groups , The three most common fai ths were Bapt i st, 
Methodi st, and Catholi c ,  
study , 
F i ve churches parti c i pated i n  the 
An i n i t i al meeti ng was conducted between the 
resea rche r and the clergy of the f i ve churches to di scuss 
the purpose of the study , The process for mai l i ng the 
questi onnai res to the non-caregi vers was the same as the 
process used with the C S Bs ,  The clergy co-s i gned the 
letter whi ch accompani ed the survey. The non-caregi vers 
recei ved a set of sti ckers and a foll ow-up post card , A 
total of 1 11 surveys were mai led , Seventy-four were 
returned, whi ch represents a 67% response rate for the 
non-caregi ver group , 
Fami ly Intervi ew Data 
Fami ly i ntervi ew data were collected from a group of 
parents who are act i ve caregi vers , One acti ve caregiving 
fami ly was i dent i f i ed w i th i n  each of the f i ve geographi cal 
areas consti tuti ng the sampli ng frame , These families were 
selected with the assi stance of the casemanager 
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supervi sors. The f i ve fam i l i es were i n i t i ally contacted 
through the i r  casemanager for consent in part i c i pati on. 
Next, arrangements for the i nterv i ew were arranged between 
the researcher and the fam i ly. All fam i li es agreed to 
part i c i pate. 
The interv i ew cons i sted of one meeting between the 
researcher and the fami ly i n  the fami ly's house. Thi s  
env i ronment was selected as the context for the i ntervi ew 
due to the i mportance of the household setti ng i n  
understandi ng f am i ly functi on i ng. Thi s  context i s  the 
arena i n  whi ch fam i l i es are least defensi ve about bei ng 
i nvesti gated (Kantor & Lehr, 19 75). The durati on of the 
i ntervi ew w i th each fami ly ranged from one to two hours. 
All i ntervi ews were tape recorded and later transcri bed by 
the researcher. 
Data Analys i s  Plan 
The data of the study were analyzed i n  two ways. 
Survey data were analyzed usi ng procedures from the 
Stati st i cal Package for the Soci al Sci ences (SPSS- X) 
through the I BM mai nframe system at Vi rgi n i a  Commonwealth 
Uni versi ty. Analysi s  of the fami ly i ntervi ew data was 
modelled after the constant comparati ve method whi ch was 
i n i t i ally advocated by Glaser and Strauss ( 19 67) . Both 
data analysi s  procedures are summari zed in the followi ng 
secti ons . 
1 1 1  
Su rvey Data 
Biva riate Compa risons 
The th ree ca regive r groups we re compa red using 
i ndividual and household cha racte ristics. Nominal 
va riables, such as sex and ma rital status, we re compa red 
using a chi squa re test of significance. This p rocedu re 
dete rmines whethe r a statistically significant diffe rence 
exists between obse rved and expected f requencies. The 
obse rved f requency is the actual f requency fo r the sample 
and the expected f requency is the numbe r expected by chance 
alone ( Huck et al. , 19 74). A c ritical value fo r chi squa r e  
is based upon degrees of f reedom, which is a p roduct of the 
r o w s  and columns of a contingency table (No rusis, 1983) . 
If cells had low obse rved f requencies, catego ries were 
collapsed. Fo r example, ma rital status was collapsed into 
catego ries of ma r ried and not ma r ried. 
Inte rval level cha racte ristic va riables, such as age 
and length of ma rital status, we re compa red using a oneway 
analysis of va riance. An analysis of va riance calculates 
the sum of squa res within the groups and between the 
groups , A significant value implies that the null 
hypothesis of no diffe rences between the g roup means can be 
rejected, An option of the oneway analysis of va riance 
procedu r e, the multiple compa rison test, dete rmines which 
group means diffe r ,  The Scheffe test was selected fo r this 
study because it is the most conse rvative of these tests 
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and requires larger differences be t ween t he means to 
achieve significance (Huck et al. , 1974; Norusis, 1983) . 
The bivaria te comparisons did no t predic t direc tional 
differences be t ween the groups. Non-direc t ional hypo theses 
require t ha t  the cri tical alpha be divided to de tec t  
differences in ei t her direc t ion (Huck e t  al. , 1974) . The 
alpha level of . O S  was divided in half t o  yield a critical 
alpha level of . 0 25 for t he bivaria te comparisons. 
Fac t or Analysis 
Before proceeding wi t h  the tes t s  of t he hypo t heses, a 
fac tor analysis was performed on t wo indices of t he survey 
ins trumen t .  A fac t or analysis is defined as a s t a tistical 
technique which is used t o  reduce a se t of variables into a 
smaller number of variables (Kim & Muellor, 1978) . A 
fact or analysis was performed using t he heal t h  ac t ivit ies 
and t he t ype of social suppor t i t ems. 
For t he heal t h  ac t ivit y  items, t he responden ts 
repor ted whe t her t hey had engaged in any of seven 
ac t ivi ties on a regular basis wi t hin the pas t 12 mon ths. 
An assump t ion was made t ha t  some of t he ac t ivi t ies 
represent posit ive heal t h  habi ts while o t hers represen t 
nega t ive habi ts. A fac t or analysis can be used in this 
si tua t ion t o  tes t  t he assump t ion tha t  there are two 
dimensions represented among a se t of variab l es. This is 
defined as t he confirma tory purpose of fac t or analysis (Kim 
& Muellor, 1978) . 
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Pri or t o  proceedi ng wi t h  the fact or analysis, the 
i tems were checked t o  de t ermi ne whe ther the req uiremen ts of 
the procedure we re me t .  The rela t i onshi ps be t ween the 
i tems we re exami ned t o  de t ermi ne whe t her they appeared to 
be rela ted to underly i ng cons truc ts usi ng t hree procedures. 
The firs t  procedure i nvolved Bar t let t's tes t  of spherici t y  
whi ch tes t s  t he hypo thes i s  tha t  the rela t i onsh i ps be tween 
t he i tems are e i ther perfect or null correla t i ons (Norusis, 
198 8 ) .  Thi s  hypo thes i s  was rejec ted based upon a value of 
64. 9 2, � = . 000. The second procedure was an examina t i on 
of t he an t i - i mage correla t i on ma trix whi ch is the nega t i ve 
ma t r i x  of par t i al correla t i ons be tween the seven heal th 
ac t i vi t y  i t ems. The coeffi c ien t s  i n  the ant i - image mat r i x  
were low, wi t h  absolu t e  values rangi ng be t ween . 0 1 3  and 
• 3 3 9 .  The f i nal procedure t o  assess the appropri a teness of 
runni ng a fac t or analysis was t he Kai ser- Meyer- Olki n  (KMO) 
measure of sampli ng adeq uacy. Thi s  value i s  a measure of 
par t i al correla t i ons be t ween each pair of vari ables to t he 
overall correla t i on coeff i c i en t  (Norusi s, 19 85) . Any value 
below . 5  i s  unaccep t able t o  con t inue wi t h  a fac t or analysi s  
(Kai ser, 1974) . The KMO value of . 563 found for the seven 
heal th ac t i v i t y  i tems was accep table for proceedi ng wi th 
the analysi s. 
Two fact ors were ex trac ted for these i t ems. Fac tor l 
account ed for 23. 2% of the vari ance wi th an e i genvalue of 
1. 6 2 .  The four act i vi t ies whi ch loaded on Fac t or l were: 
ea t i n g 3 meals daily (. 754) , sleeping 6-8 hours (. 680) , 
exe r c i s i n g (. 58 1) and visiting a doctor regularly (. 68 0 ) .  
These items are the activities which may have a positive 
impact on health status. Factor 2 accounted for 19 . 8 %  of 
the variance, with an eigenvalue of 1. 38.  The three 
activities which loaded on this factor were : smoking 
cigarettes ( . 7 3 2 ) ,  consuming caffeine (. 63 7) and daily 
alcohol consumption (. 406) . This factor represents those 
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activities which may have a negative impact on health. The 
assumption that the seven health activities have a 
differential impact upon health i s  supported by the results 
of the factor analysis. 
A second factor analysis was performed on the type of 
social support items. Measurement in social support 
research is frequently study specific, which leads to a 
lack of construct validity in the measurement instruments 
( House & Kahn, 198 5) .  Classification of the seven items of 
this study was difficult since multiple definitions of 
types of support exist in the literature. I n  this study, a 
factor analysis was performed using the seven items to 
determine if these items could be reduced into two or more 
types. This use of factor analysis is defined as 
exploratory, since an unidentified number of dimensions are 
predicted to be represented within a set of variables (Kim 
& Mueller, 1978 ) .  
A factor analysis was performed to determine whether 
the seven i tems reflect di fferent types of support. The 
appropri ateness of perform i ng a factor analys is on the 
types of support i tems was assessed. The hypothesi s  that 
the correlati on matri x  conta i ned only null or perfect 
correlati ons was rejected based upon the Bartlett test of 
spheri c i ty (value= 249 . 3 1, � =. 000) . Secondly, the 
exam i nat i on of the ant i - i mage correlat i on matr i x  revealed 
w e a k  absolute values wh i ch ranged from . 007 to . 49 0. 
F i nally, a KMO value of . 754 was above the m i n i mum level 
suffi c i ent for a factor analys i s. The results of these 
three procedures supported the deci s i on to proceed w i th a 
factor analysi s  of the seven soci al support i tems. 
Two factors were extracted from the seven i tems. 
Factor 1 contai ned four load i ngs wh i ch represented the 
vari ables of talk i ng about personal and pri vate i ssues 
(. 53 ) ,  havi ng someone tell you they l i ked what you d i d  
(. 67) , havi ng someone do somethi ng relax i ng and fun with 
you (. 8 1) and recei v i ng physi cal affecti on (. 8 1) . Factor 
i s  compri sed of expressi ve support i tems, those whi ch 
communi cate affecti on and acceptance to someone. Thi s  
factor accounted for 40. 9 %  of the vari ance w i th an 
e i genvalue of 2. 8 6. The remai n i ng three i tems loaded i n  
Factor 2, whi ch accounted for an add i t i onal 15. 6% of the 
vari ance w i th an e i genvalue of 1. 09 . The remai n i ng i tems 
were loani ng you somethi ng (. 8 2) ,  g i v i ng you advi ce (. 70) 
and helpi ng you take care of somethi ng (. 60) . Factor 2 
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consi sted of the instrumental support items. These two 
factors are cons i stent w i th other studi es where a 
d i st i ncti on i s  made between the i nstrumental and express ive 
types of support ( Sherman et al. , 198 8; Unger and Powell, 
198 0) , 
Hypothes i s  Test ing 
The hypotheses of the study predi cted differences 
between the three caregi ver groups on stress and social 
support vari ables. The stati st i cal procedure whi ch was 
used to test the hypotheses was a oneway analysi s  of 
vari ance s i nce all vari ables, except one, were i nterval 
level. The one vari able whi ch was measured at the ordi nal 
level was the degree of contact the respondents had w i th 
members of the i r  soci al support network. Respondents 
reported whether they recei ved each of seven i tems of 
support a lot, some, a li ttle, or not at all w i thin the 
past month. Although thi s  i s  an ordi nal measurement, an 
argument has been presented that parametr i c  stati st i cs are 
appropri ate for analyzi ng ordi nal data if the sample i s  a 
suffi c ient s i ze ( Huck et al. , 197 4) . S i nce the sample used 
i n  thi s  research i s  moderately large, a oneway analysi s  of 
vari ance was used to test the hypotheses contai n i ng the 
contact w i th support vari able. The Scheffe multi ple 
compari son test was used to determi ne s i gn i f i cant 
d ifferences between the groups for all hypotheses of the 
study. 
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A s i gn i f i cance level of . O S  was spec i f i ed for all 
hypothesi s  tests. The level of s i gn i f i cance i s  a 
probab ility that defi nes how rare or unli kely sample data 
must be before a null hypotheses of no d ifference between 
the groups can be rej ected ( Huck et al. , 19 74) . In 
hypotheses testi ng, two types of errors can be made when 
determi n i ng whether to accept or rej ect a null hypothesi s. 
A Type I error, also called a false rej ecti on error, is the 
situati on of rej ecti ng a true null hypothesi s. The 
probab i l i ty of comm i tt i ng a Type I error i s  equal to a lpha. 
A Type I I  error, called a false acceptance error, occurs 
when a false null hypothesi s  i s  not rej ected. Type I and 
Type I I  errors are related to each other ( Bohrenstedt & 
Knoke, 1982; Huck et al. , 1974) . The probabi l i ty of 
commi tt i ng a Type I error can be reduced by establi shing a 
stringent alpha level, for example, an alpha of . 001. 
However , i ncreasi ng the alpha level i ncreases the chance of 
a Type I I  error. Si nce thi s  study has an exploratory 
purpose, the dec i s i on was made to r i sk the chance of 
finding a relati onshi p  when none actual ex i sts. Due to the 
number of hypotheses tested i n  thi s  study and the specified 
alpha of . O S ,  a poss i b i l i ty ex i sts that s i gn i f i cant 
f i ndings of the research may be a result of the fai lure to 
not rej ect a false null hypotheses of no d ifference between 
the three careg i ver groups. However, thi s  r i sk i s  one 
frequently encountered i n  exploratory research where the 
goal of the study i s  to i dent i fy relat i onshi ps between a 
set of vari ables. 
D i scri mi nant Analysi s  
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D i scri m i nant analysi s  i s  a mult i vari ate data analysi s  
procedure. Thi s  techn i que uses a set of predi ctor 
vari ables and a discr i m i nat i ng vari able wh i ch defi nes the 
membershi p  of cases i nto two o r  more mutually exclusi ve 
groups. Predi ctor vari ables are either measured at the 
integer o r  rati o  level o r  are dummy vari ables. W i thin thi s  
study, the d i scri m i nati ng vari able was the caregi v i ng 
status of the parents. 
D i scr i m i nant analysi s  has two purposes (Klecka, 1980) . 
One i s  to class ify cases based upon group characteri st i cs 
that each case most closely resembles. The second purpose 
i s  to i nterpret the d ifferences between groups based upon a 
set of characteri st i cs, whi ch was the purpose for thi s  
study. 
D ifferent methods can be used to comb i ne vari ables 
whi ch d i scr i m i nate between the groups. W i thin thi s  study, 
a stepw i se selecti on process was used to create the 
functi ons. Thi s  process selects i nd i v i dual vari ables by 
backward and forward eli m i nati on. The var i able w i th the 
smallest value for W i lk's lambda i s  entered i nto the 
functi on at each step (Norusi s, 1985) . Wi lk's lambda i s  a 
rati o  of w i th i n  group sum of sq uares to total sum of 
sq uares (Klecka, 1980) . Vari ables whi ch have already met 
t he cri t er i on must mai ntai n an accept able value to rema i n  
i n  the funct i on. 
S i x  d i scri m i nant analyses were run us ing both s ingle 
and mult i ple construct models. The si ngle models entered 
charact er i st i c  vari ables, stress, and soci al support 
separately. These models tested the hypotheses t hat the 
respondent s could be classi f i ed i nt o  caregi ver groups 
solely by t he characterist i cs, stress, or soci al support 
vari ables. The mult i ple models combi ned charact eri st i cs 
with st ress and soci al support vari ables. The hypotheses 
whi ch support ed these models were t he combi nat i on of 
charact eri st i cs with stress and soci al support would 
i ncrease t he class i f i cat i on by caregi ver status. 
Fami ly I ntervi ew Data 
Fami ly i nt erv i ew dat a were collect ed from a group of 
parents who are act i ve caregi vers. One act i ve caregi v i ng 
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fami ly was i dent i f i ed within each of t he f i ve geographi cal 
areas const i t ut i ng t he sampli ng frame. These families were 
select ed w i t h  t he assistance of t he casemanager 
supervi sors. The f i ve fami l i es were i n i t i a l ly contacted 
t hrough t he i r  casemanager for consent i n  part i c i pat i on. 
Next , arrangements for t he i nterv i ew were arranged between 
t he researcher and the fam i ly. All fam i l i es agreed t o  
part i c i pate. 
The i nt erv i ew consi sted of one meet i ng between t he 
researcher and the fami ly i n  t he family's house. Thi s  
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environment was selected as the context for the intervi ew 
due to the i mportance of the household setting i n  
understandi ng fami ly functi on i ng. This context is the 
arena i n  wh i ch families are least defensi ve about be ing 
invest i gated ( Kantor & Lehr, 1975) . The durati on of the 
intervi ew w i th each fami ly ranged from one to two hours. 
All interv i ews were tape recorded and later transcribed by 
the researcher. 
Data collect i on interv i ews have been classified into 
three d imensi ons (Guba & L i ncoln, 1985). One dimension i s  
the degree of structure of the i nterv i ew, w i th highly 
structured i ntervi ews characteri zed by speci f i c, 
pre-establi shed quest i ons. Thi s  intervi ew was more 
unstructured si nce the fam i l i es were asked to descri be the 
fami ly system on the dimensi ons of act i v i t i es and bonds of 
the members, communi cati ons, and method of processing 
change. The second dimensi on descri bes the degree to whi ch 
parti c i pants are aware of purpose for the i nterv i ew. Thi s  
intervi ew was overt , whi ch means the fam i l i es were fully 
aware of the purpose of the i ntervi ew and how the data 
would be used. The last dimensi on i s  the relati onship 
between the i ntervi ewer and parti ci pants. On thi s  
di mensi on, the intervi ew most closely matched the rapport 
i ntervi ew, whi ch i s  characteri zed by a researcher who i s  
percei ved by the part i c i pants as f i ll i ng a certai n  role. 
The f i ve fam i l i es were told that the i ntervi ewer was a 
doctoral student working on dissertation research , This 
interview classification matches the structure of other 
data collection interviews (Guba & Lincoln, 1985) , 
Two procedures were used in summarizing and analyzi ng 
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the interview data , The first step was an analysis of each 
interview as a whole , The bonds between family members and 
external systems were determined , The quality of the 
communications and interactions between family members and 
external systems was also analyzed , An eco-map was 
constructed for each family , This type of graphic has been 
advocated as a method of portraying the relationships and 
communication processes within the family system and with 
other external systems in the environment ( Beckett & Coley, 
1987; Hartman, 1978 ) ,  
The second procedure followed the constant comparison 
method which was initially advocated by Glaser & Strauss 
( 1 9 67), Two j udges were involved based upon their expert 
knowledge about mental retardation and the scientific 
method , One j udge has a Master of Rehabilitation degree 
and works as a national teleconference trainer for 
supported employment of people with disabilites , The 
second j udge has a Master of Special Education degree and 
is employed as a supported employment supervisor for people 
with physical disabilities , 
Both j udges were given transcripts of the five 
interviews and read them independently , Next, the 
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researcher divided the int erviews into unit s, defined as 
the smallest piece of information which has indiv i dual 
meaning (Guba & Linco l n, 1 985) .  Each unit was coded wit h 
identifying information about the family and t he family 
member who contribut ed it . The judges reviewed t he unit s 
t ogether to determine whether modifications were needed. A 
unit was expanded or divided if bot h judges agreed. 
After the five interviews were divided, t he judges 
classified t he unit s into categories. The unit s were 
sorted into st acks wit h unit s which represent ed similar 
t hemes or patterns. Aft er all unit s had been classified, 
st acks which were judged t o  represent different dimensions 
o f  a single t heme were combined. This process continued 
until both judges agreed t hat t he remaining st acks did not 
represent relat ed t hemes or patterns. 
Aft er t hese final stacks were construct ed, t he judges 
assessed t he reliability of t he classification schema. I n  
interview data, reli�bility has been defined as t he 
dependability of t he the classification syst em (Guba & 
Lincoln, 1985) . The final stacks were reviewed t o  
determine if any single unit was dissimil ar t o  others. Any 
dissimilar units were re-classified into more appropriate 
stacks. The final task of t he judges was to label each 
stack according to t he concept or theme which was 
described. 
The purpose of t he interviews wit h five active 
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ca regiving families was to gain insight about families with 
an adult mentally reta rded child . Although dif fe rences 
between families exist, data we re examined to dete rmine 
commonality between all the families. Commonality was 
de fined as a stack which contained one o r  mo re units f rom 
all five families. These stacks contained themes which 
we re common to all the active ca regive r families who 
pa rticipated in the inte rviews. The themes have heu ristic 
value in gaining insight into commonalities between 
famili es who pe r form ca regiving for an adult child with 
mental reta rdation . 
The following chapte rs summa rize the data f r om the 
su rvey and the family inte rviews. 
CHAPTER 4 
Results of the Survey Data 
Th i s  c hapter summari zes the results from the analys i s  
of survey d ata. The f i rst sec t i on d esc ri bes the sa mple on 
d emograph i c, stress and soc i al support vari ables. 
secti on reports on the hy potheses of the stud y. 
The next 
The f i nal 
sec t i on of th i s  chapter summarizes and d i scusses the s i x  
d i scri m i nant analys i s  mod els. 
The sa mple of parents i s  d escri bed by c aregi ver group. 
The first sec t i on d esc r i bes e a c h  group on i nd i v i dual and 
household vari ables. B i v a r i a te compari sons, usi ng 
c rosstabul a t i on and onew ay analys i s  of vari ance proced ures, 
were run to compare the three groups on chara cteri sti c 
vari ables. The next sections are d esc r i pti ons of e a c h  
c aregi ver group on the both stress and soc i al supports. 
Caregi ver Chara cter i st i cs 
Three groups of c aregi vers were surveyed . 
Chara cterist i cs of e a c h  group are d escr i bed . The vari ables 
wh i c h were i nc lud ed were gend er , ra c e, age , ed uc ati on ,  
employment status and rel i g i os i ty. 
A ct i ve Careg i vers 
N i nety s i x  ( n =96) parents w i th i n  the a ct i ve 
c aregi ver group returned the survey. The response for thi s  
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g roup was 4 5%. The majo rity of this group 85% ) we re 
women. The pa rents we re mostly white (63 % ) ,  B l acks we re 
the on l y  othe r race rep resented ( 3 7% ) . The ages of the 
pa rents in the active ca regive r group ranged from 35 to 80 
yea rs , with an ave rage age of 57 yea rs � = 1 0 , 7 ) .  
Level of education and labo r fo rce invo l vement of 
these pa rents we re a l so repo rted. Fou rteen ( 14% ) pe rcent 
of these pa rents had less than a ninth grade education. 
The maj o rity attended high schoo l (59% ) and the remaining 
pa rents (27% ) had some post high schoo l education. Most of 
these pa rents we re in the l abo r fo rce (49% ) ,  The remaining 
pa rents we re either homemake rs (25% ) ,  o r  not in the labo r 
fo rce (27% ) which includes reti rement, The past wo rk 
expe rience of these pa rents was most l y  ful l -time emp l oyment 
(58% ) .  Twenty seven pe rcent (27% ) repo rted that thei r 
p revious wo r k  was a homemake r and the remaining pa rents 
repo rted a pa rt-time wo rk histo ry (15% ) .  
A fina l individua l measu re was the religiosity of the 
pa rents. The most common affi l iation repo rted was Baptist 
(54% ) ,  fo l l owed by Methodist ( 18% ) and Catho l ic (7% ) .  
Othe r P rotestant religions we re a l so rep resented within 
these pa rents (2 1% ) .  The ave rage numbe r of re l igious 
activities repo rted by this group was one pe r week , with 
3 7% repo rting ze ro activities, Fifteen pe rcent (15% ) of the 
pa rents perceived themse l ves as mo re religious than othe rs. 
The remaining pa rents (85% ) pe rceived themse l ves as about 
( 
the same o r  less rel i g i ous than othe rs. 
Past Ca regi ve rs 
126 
F i fty five ( n = 55) of the respondents we re members of 
the past ca reg i ve r  group. The response rate fo r these 
pa rents was 48%. The maj o r i ty of the respondents i n  th i s  
group we re women (82%) and whi te (70%).  
only othe r raci al g roup respond i ng (30%) . 
Blacks we re the 
The age range of 
these pa rents was between 35 and 8 1  yea rs old, w i th an 
ave rage age of 58 yea rs SD  = 9 . 46) , 
Eleven pe rcent ( 11%) repo rted less than a ni nth grade 
educat i on ,  Fo rty-si x  pe rcent (46%) attended some h i gh 
school o r  had a h i gh school d i ploma , The rema i n i ng pa rents 
(44%) had some level of post h i gh school educati on. Most of 
these pa rents we re i n  the labo r fo rce (58%) .  The rema i n i ng 
pa rents we re d i v i ded between homemakers (22%) ,  and those 
who we re unemployed (20%) .  The past-wo rk s i tuation fo r 
th i s  group was mai nly full-t i me employment (45% ) ,  bei ng a 
homemake r (43%) ,  and bei ng employed pa rt-ti me ( 12%) , 
The rel i g i os i ty of these pa rents was somewhat 
d iffe rent f rom the acti ve ca reg i v i ng g roup. The most 
common rel i g ious aff i l i at i on was Bapti st (45%),  howeve r, 
the second most common denomi nati on was Catholi c  (22% ) ,  
followed by othe r P rotestants (20%) and Methodi sts (12%) . 
Twenty n i ne pe rcent (29%) of the pa rents pe rcei ved 
themselves as mo re rel i g i ous than othe rs. The rema i n i ng 
pa rents (7 1%) pe r ce i ved themselves about the same o r  less 
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rel i g i ous than others. 
Non-Caregi vers 
A total of seventy four ( � = 7 4) surveys were returned 
from members of the non-caregi v i ng group. However, not al l 
o f  these respondents met the cri teria for i nclusi on i n  rne 
stati sti cal analyses. Some of these parents l i ved the s a m e  
household as an adult chi ld. The fi fteen who reported 
l i v i ng w i th a ch i ld over age 18 were excluded from the 
sample. The rev i sed total of non-careg ivers was 59 
respondents. The response rate for thi s  group was 67 % .  
These parents were typi cally wh i te females, s i m i lar to 
the other two groups. 
as d i d  wh i tes ( 7 9 %) .  
Women represented 79 % of thi s  group, 
Blacks represented 2 1 % of the group 
w i th no other races reported. The ages ranged from 3 7  to 
81 years, w i th an average age of 64 years SD = 10 . 7 ) .  
The educati on and labor force parti c i pati on di ffered 
slightly from the other groups. Seven percent ( 7 %) of 
these parents completed an e i ghth grade educati on or less , 
w i th 61% attendi ng or graduati ng from high school and 32% 
havi ng some post secondary educati on. The majority of 
these parents were not i n  the labor force (49 %) ,  ma i nly d ue 
to reti rement. The rest of the parents were d i v i ded 
between homemakers and people i n  the labor force (25 % 
each) . Most parents had previ ous worked i n  full-ti me 
employment s i tuati ons (69 %) . Homemakers (24%) and 
part-time employees ( 7 %) were reported wi th less frequency .  
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S i nce church clergy were the i dent i fy i ng source for 
th i s  group, the religious aff i l i ati ons of these parents 
reflected the church denom i nati ons that part i c i pated i n  the 
study. Bapt i st was the most common membershi p  (59%) 
followed by Catholi cs (2 1%) and Methodi sts ( 18 % ). An 
average of two religi ous act i v i t i es per week were reported 
by the parents. Twenty f i ve percent (25%) percei ved 
themselves as more religious than others. The remai n i ng 
parents (75%) perce ived themselves as about the same or 
less rel i g i ous than others. 
Household Characteri stics 
I n  add i t i o n  to i nd i v i dual vari ables, characteri stics 
about the household of the parents were contai ned i n  the 
survey. These vari ables i ncluded mari tal status, number of 
chi ldren, functi onal status of the adult w i th mental 
retardati o n  for both act i ve and past caregi vers, other 
d i sab i l i ti es of household members, i ncome, place and length 
of resi dence. The next secti o n  descri bes each of the 
groups on household characteri sti cs. 
Act i ve Caregi vers 
One component of the household characteri stics was the 
mari tal status of the parents. The majori ty of the acti ve 
careg i ver group were marri ed (6 1%), w i dow /wi dowers ( 19%) 
and di vorced parents ( 17%). Two percent (2% )  were never 
marri ed. For those parents who were currently marri ed, the 
average length of time i n  the marri age was 3 1  years ( � 
12. 0). Pa rents who we re not ma r ried we re i n  thei r cur rent 
ma rital status fo r an ave rage of 13 yea rs SD =9. 4 ). 
The active ca regi ve r pa rents reported an ave rage of 
th ree child ren . Si xty seven pe rcent (67% ) repo rted that 
thei r adult w i th mental reta rdation was the only chi ld i n  
the household . One thi rd (3 3 % )  repo rted additional 
child ren i n  the home, rangi ng f r om 8 to 60 yea rs of age . 
Most of the adult child ren w i th mental reta rdati on 
we r e  men (59%). The ave rage age of the pe rson with mental 
reta rdation was 30 yea rs SD =8. 1) . The oldest was 
repo rted to be 58 yea rs old . Most of the sons and 
daughte rs with reta rdat i on requi red limited assistance in 
activities of dai ly l i ving (ADLs) . These pa rents repo rted 
that thei r adult child could accompli sh an average of fi ve 
of the eight ADLs i ndependently . 
Othe r household variables i ncluded the number of 
people i n  the home, fami ly i ncome and yea rs lived i n  the 
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home. These families had an average of th ree people in the 
household . I n  addition to the p resence of mental 
retardation, six parents repo rted the p resence of a 
physical disab i lity, six repo rted mental i llness, and two 
repo rted a t r aumati c  brain i nju ry in a household membe r. 
Most pa r ents repo rted incomes of between $ 1 0 , 0 0 1 to $25, 000 
(28%) or  $ 25, 001 to $40 , 00 0  pe r yea r (22%). However, 20% 
of these families repo rted household incomes below $ 10, 000. 
An additional 30% of the pa rents repo rted annual incomes 
above $ 40, 0 0 0  pe r yea r.  
The households we re located with i n  the f i ve se rvi ce 
areas of the pa r t i c i pati ng CS Bs. Ri chmond and Hen r i co 
D i st r i ct each comp r i sed 30% of these households. The 
rema i n i ng households we re divided between the othe r 
locati ons of Hanove r ( 17%) ,  Cheste rfi eld ( 13%) and 
Pete rsbu rg D i st r i ct (9% ) .  The pa rents repo rted that they 
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had l i ved i n  thei r cu r rent resi dence an ave rage of 17 yea rs 
SD = 13 . 0 ) .  
Past Ca regi ve r s  
Most of the past ca reg i vers we re ma r r i ed (57% ) .  
N ineteen pe rcent ( 19%) of the pa rents we re d i vo rced o r  
sepa rated and an additi onal 14% we re w i dowed . Ten percent 
( 10%) of the pa rents i n  thi s  group we re neve r ma r r ied. The 
ave rage length fo r those who we re cu r rently ma r r i ed was 32 
yea rs ( SD = 13 . 2) . Pa rents i n  thi s  group who we re no 
longe r ma r r i ed had been divo rced, sepa rated o r  wi dowed fo r 
an ave rage of 12 yea rs SD =5. 4) . The pa rents i n  thi s  
g roup had an ave rage of fou r chi ld ren . S i x teen percent 
( 16%) had chi ldren l i v i ng i n  the household . 
The adult chi ld with mental reta rdat i on was most often 
a son (58%) . The aver age age of the mentally reta rded 
adult was 3 1  yea rs 
60 yea rs of age. 
SD =9. 1) . The oldest was repo rted as 
As w i th the acti ve ca reg i ve r  g roup, the 
adult chi ld was repo rted to be able to pe rfo rm an ave rage 
of f i ve of the e i ght ADL tasks i ndependentl y. 
( 
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The past caregivers reported an average of two people 
residing in the household . Three caregivers reported that 
a household member had a disabling condition with two 
reports of mental illness and one of a physical disability . 
Twenty four (24%)  of these parents reported incomes of 
below $ 10, 0 0 0  per year . The income of $ 10 , 0 0 1 to $ 25, 000 
per year was reported by 16% of the parents, with an 
additional 16% reporting i ncomes of $ 25, 0 0 1 to $ 40, 000 . 
The remaining parents (44%)  reported annual incomes of 
greater than $ 40, 0 0 0 . 
The residence of these caregivers was distributed 
between the five CSB  regions . Richmond and Henrico 
District each contained 30 % of the parents . Twenty percent 
(20 %)  resided in Chesterfield . 
District each contained 1 1 % . 
Hanover and Petersburg 
These caregivers lived in 
average of 14 years 
Non-caregivers 
SD = 1 1 . 9 ) in their current residence . 
The majority of parents within the non-caregiving 
group were married (75%) . The other parents were either 
widowed (2 1%)  or divorced (4%) . The average length for 
marital status was 37 years ( SD = 1 2 . 4) for the married 
couples, and 14 years ( SD = 10 . 8)  for those who were 
currently unmarried . 
This group reported having an average of three 
children . Ninety percent (90 %) of these parents did not 
have a child living in the household . Of the 10 % with 
ch i ldren, the average age of the ch i ld was 15 years. 
These parents reported l i v i ng i n  an household wh i ch 
had an average of two members. N i ne careg ivers reported 
that someone i n  their household had a handi capp i ng 
cond i t i on; f i ve reported a physi cal disability, one 
reported a brai n  i njury, and three reported unspeci f i ed 
condi t i ons. The i ncome levels reported by these parents 
were 9% w i th annual i ncomes below $ 10 , 000,  37% reporti ng 
i ncomes between $ 10 , 0 0 1 to $ 25, 000 per year, 15% reporti ng 
i ncomes between $ 25, 00 1  to $ 40 , 000,  and 39% reporti ng 
annual i ncomes exceeding $ 40 , 0 0 0 .  
These household were from four of the CSB  areas. 
Chesterfi eld County contai ned 30% of the parents. The 
rema i n i ng parents were di str i buted between Hanover County 
(27% ) ,  C i ty of R i chmond (23%) , and Henri co County (20%) . 
These parents reported an average of 2 1  years ( SD = 15. 5) 
i n  the i r  current resi dence. 
B i vari ate compari sons were run to test the null 
hypothes i s  of no di fference between the three caregi ver 
groups on characteri st i c  vari ables. Table 8 summari zes 
these compari sons. 
Insert Table 8 here 
Caregi ver D ifferences 
Si gn i f i cant differences between the groups were found 
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Table 8 
Bivariate Comparisons of Caregiver Characteristics Variables 
Caregiver Groups 
Variable Active Past Non Significance 
Race 
White 63.2% 70.4% 76.6% x2=3.97 d!=2 
Black 36.8 29.6 2 1 .4  12=. 137 
Sex 
Female 85.3% 8 1.8% 78.6% x2= 1 . 12 dt:=2 
Male 14.7 18.2 2 1 .4 12=.57 1 
Age • M=56. 7  M=58. 1 M=63. 7  F=B.02 dt:=2, 197 
(Yrs. ) fil?.= 10. 7 fil?.=9.5 fil?.= 10. 7 12=.000 
Education 
< 9th Grade 13. 5% 10.9% 6.8% x2=5.99 .d.[=4 
High School 59.4 45.5 61 .0 12=. 1 99 
Post High School 27. 1 43.6 32.2 
Current Employment 
In Labor Force 48.9% 58. 2% 25.5% x2= 15.84 df=3 
Not in Labor Force 26.6 20.0 49. 1 12=.003 
Homemaker 24. 5 2 1.8 25.5 
Past Employment 
x2=8.08 Full-time 57. 6% 44.9% 69. 1% .d.[=4 
Part-time 15.2 12.2 7.3 12=.089 
Homemaker 27.2 42.9 23.6 
Religious Affiliation 
x2= 17.4 Baptist 54. 2% 44.9% 58. 9% df=6 
Methodist 18. 1 12. 1  17.9 12=.008 
Catholic 7.2 22.4 2 1 .4 
Other Protestant 20.5 20.4 1 .8 
Perceived Religiosity 
x2=4. 24 More 1 5.3% 29.4% 25.5% df=2 
Not More 84.7 70.6 74.5 12=. 1 20 
on th ree va r i ables of the i nd i v i dual ca reg i ve rs. The 
ave rage age of the respondents di ffe red between the three 
g roups, based upon a oneway analysi s  of va r i ance (F 
value= 8 . 0, if =2, 197, £ = . 000) . The Scheffe multiple 
ranges test was used to d i sc r i m i nate whi ch groups diffe red 
(alpha • 0 5 )  • Thi s  p r ocedu re i s  the most conse rvati ve of 
the nume rous post-hoc tests (Huck et al. , 1974) . A post 
hoc analysi s  of the th ree revealed that the non-ca regi ve rs 
we re olde r than both othe r groups at an alpha of . O S. 
As seen i n  Table 8 ,  a stati sti cally s i gn i f i cant 
diffe rence was found between the groups based on cur rent 
employment status 
2 
(X = 15 . 8 ,  df = 4, £ =. 003) . Th ree 
work s i tuati ons we re compa red: labo r fo rce pa rticipati on 
(ei the r pa rt- o r  full-ti me) , no labor force par t icipati on 
(lai d-off, unemployed, reti red) and a homemaker. Mo re of 
the non-ca reg i vers we re not cu r rently wo rking (49 % ) .  
Additi onally, a greate r numbe r of the past ca reg i vers 
repo rted that they we re employed (58%) than the othe r two 
g roups. 
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Rel i g i ous affi l i at i on was the fi nal ca reg i ve r  va r i able 
whe re stati st i cally s i gn i f i cant d i ffe rences were found 
2 
(X = 17 . 4, if =6, £ =. 008) .  Catholi cs we re 
unde r represented in the acti ve ca reg i ver group. 
Additi onally, the non-ca reg i ve rs had fewe r membe rs of 
P rotestant g roups othe r than Bapti sts or Methodi sts. 
In summa ry, stati st i cally s i gnifi cant d i ffe rences we re 
135 
found between the i nd i v i dual caregi vers on the vari ables of 
age, current employment and rel i g i ous aff i l i ation. 
Non-caregi vers were older than the other two groups and 
were more frequently not i n  the labor force currently. 
Acti ve caregi vers represented a reli g i ous d i fference bei ng 
of Protestant, not Catholi c, fai th ,  
Household D i fferences 
The three groups di ffered s i gn i f i cantly on one 
household var i able , Non-caregi vers l i ved i n  their home a 
longer t i me M = 2 1 , 9  years) compared to past caregi vers 
M = 13 , 7  years) , The act i ve caregi vers d i d  not differ 
s i gn i f i cantly from the other two groups on length of 
resi dence , 
A d i fference approached si gnifi cance on the locati on 
of the fami ly resi dence (X
2 
= 17 . 4, � =8, � = , 0 3) . 
Both act i ve and past caregi vers were concentrated more i n  
R i chmond and Henri co D i str i ct , 
l i ved i n  Petersburg D i stri ct , 
None of the non-caregi vers 
I n  summary, the three grou ps di ffered s i gnifi cantly on 
one household vari able , Non-caregi vers li ved a longer t i me 
i n  the i r  current home than past caregi vers , The 
resi denti al locati on of the respondents was a household 
vari able whi ch approached s i gn i f i cance , A larger 
percentage of non-caregi vers l i ved in the count i es of 
Hanover and Chesterfi eld than the other groups , 
( 
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Insert Table 9 here 
Stress Measures 
Three d i mensi ons of stress were measured, These were 
the physi cal health status of the parents, the amount of 
personal t i me ava i lable, and the degree of change taki ng 
place i n  the i r  l i fe, Physi cal health status contai ned four 
measures: the number of health related acti v i t i es whi ch 
were part of the respondents' routi ne, i tems on the 
Physi cal Symptom, Depressed Mood, and Health Di agnosi s  
I ndi ces, Personal time was measured i n  number of hours 
avai lable to the careg i ver each week, The degree of life 
changes was the i tems reported on the L i fe Event Index, 
The fo l low i ng secti on descr i bes each of the groups on 
stress vari ables, 
Act i ve Caregi vers 
The parents i n  thi s  group engaged i n  an average of 
f i ve of the seven health act i v i t i es, Three of these 
act i v i t i es were categori zed as health promot i on act i v i t i es, 
The other two were i dent i f i ed as those act i v i t i es whi ch 
have a negati ve i nfluence on health, 
The other health measures i nvolved the current health 
status of the parents, Acti ve careg i vers experi enced an 
average of two i tems of the Depressed Mood I ndex, Thirty 
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Table 9 
Bivariate Comparisons of Caregiver Household Variables 
Caregtver Groups 
Variable Active Past Non Significance 
Marital Status 
M arried 60.6% 57.4% 75.QOA> x2=4.40 d!=2 
Not Married 39.4 42 .6 25.0 12=. l lO 
Length of Marital Status 
Married M=3 1 .35 M=3 1 .9 M=37. l F=2 . 85 .df=2 . 1 25 
Yrs. .S.0.= 1 2 .0 .S.U= l3.3 .S.U= l2 .4 12=.061 
Not Married M= l3.3 M= l 2 .4 M= l3.9 F=. 1 13 d!=2 ,60 
Yrs. .S.0.=9.4 .S.U=5.4 .S.U= l0.8 12=.893 
Armual Income 
< $10,000 19.8% 23.6% 8.5% x2= 1 1 .69 d!=6 
$10,001 -25.000 28. 1 16.4 37.3 12=.069 
$25,00 1-40,000 2 1 .9 16.4 1 5.3 
> $40,000 30.2 43.6 39.0 
Years 1n Home M= l6.9 M= l3.7 M=20.9 F=3.74 d!=2. 1 99 
Yr. fill= 13.0 .S.U= 1 1 .9 .S.U= l5.5 12=.025 
Residence 
Richmond 30.2% 28.3% 23. 2% x2= 17.39 df=8 
Henrico 30.2 28.3 19.6 12=.0263 
Hanover 17.7 1 1 .3 26.8 
Chesterfield 12 .5 20.8 30.4 
Petersburg 9.4 1 1 .3 0.0 
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two parents had not experi enced any of the items wi thin the 
past year , These parents reported an average of three 
health symptoms, measured by the Physi cal Symptom I ndex. 
E i ghteen pe rcent ( 18%) of the remaini ng respondents stated 
th at they d i d not h ave any of these symptom s w i thin the 
p ast yea r, An ave r age of one health d i agno s i s  was repo rted 
on the Health Di agnos i s  Index , Overall, most of the act i ve 
ca regi ve rs percei ved their health as better than others 
the i r same age ( 58. %). One-th i rd ( 33%) felt the i r  health 
was about the s ame as other people thei r s ame age and the 
remaini ng pa rents ( 8%) pe rce i ved their health was worse 
than thei r coho rts, 
The second dimens i on of stress was the number of 
personal hours available to the parents, The average pe r 
week reported by this group was 17 , 2  hours ( SD  = 17, 0 ) ,  In 
additi on ,  1 1% reported that the y  had no f ree ti me, As a 
group, these parents repo rted sati sfact i on with their free 
t i me ,  Most respondents stated that they were e i ther very 
sati sf i ed or sati sfied w ith thei r personal t i me (66%). The 
remai ning parents reported d i ssatisfact i on because of too 
few free time hours (34%). 
A f i nal di mensi on of stress was the degree of life 
changed experi enced by the caregi vers as mea su red by the 
Life Events I ndex, The act i ve ca regiver group repo rted an 
ave rage of 2 , 7  total events whi ch they had experi enced i n  
the year, The parents reported an ave r ag e  of 1 , 4  ( S D  = 1 , 5) 
negati ve events, , 7 0 pos i t i ve events 2Q = , 80) and , 6 3, 
SD  = , 84) equi vocal events w i th i n  the p revi ous yea r, 
Past Ca reg i vers 
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The past ca reg i ve rs res ponded s i m i la rly on the health 
act i v i ty i tems to the act i ve ca reg i ve r s ,  Past ca reg i ve rs 
engaged i n  th ree pos i t i ve health act i v i t i es. Additi onally, 
the g roup reported two negati ve health act i v i ti es. 
I n  repo r t i ng the numbe r of Dep ressed Mood i tems, an 
ave rage of two we re reported by these pa rents , Twenty two 
p e rcent (22% )  reported that they had not expe r i enced any of 
these d i stu r bances within the past yea r. 
On the Physi cal Symptom Index, the group  exper i enced 
an ave r age of two symptoms w i th i n  the past yea r , Twenty 
two p e r cent (22%) of th i s  g rou p reported they had not 
expe r i enced any symptoms , The grou p  reported an average of 
one i tem on the Health D i agnosi s  Index , Ove rall, thi s  
group p e rce i ved the i r health as better than othe rs the same 
age (5 6 %) , Thi rty seven p e r cent (3 7 %) of these parents 
pe rce i ved the i r health as the same and only e i ght pe rcent 
(8%) repo rted the i r health as worse than othe rs i n  the i r 
age cohort , 
The past ca reg i ve rs repo rted an ave rage of 20 , 5  hou rs 
pe r week ( SD =20 , 1) of personal t i me ,  S i x  p e rcent (6 %) of 
the membe rs of thi s  group  stated that they had no time fo r 
themselves ove r the cou rse of a usual week , S i xty-fou r 
p e rcent ( 64%)  repo rted that they we re eithe r ve ry sat i sf i ed 
or sat i s i f i ed w i th th i s  amount of ti me. The remaining 
parents ( 3 6% )  reported d i ssati sfact i on result i ng from too 
few hours of free ti me. 
Past caregi vers reported the same number of l i fe 
change events w i th i n  the past year as the a c t i v e 
careg i vers. The average number of events was 2. 7 for past 
caregi vers. These parents experi enced an average of 1. 3 3  
negat i ve ,  . 67 ( SD  =. 88) pos i t i ve, and . 73 
equ i vocal events. 
Non- Careg i vers 
SD  = . 99) 
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The non-caregi ver group reported an average of five 
act i v i t i es wh i ch affect overall health status. As w i th the 
other two groups, the average number of pos i t i ve act i v i t i es 
was three and the negati ve was two act i v i t i es. 
These parents reported an average of one Depressed 
Mood item w i th i n  the past year. Forty-three percent (43%) 
of the parents reported that they had not exper i enced any 
of the i tems. Thi s  group reported an average of two health 
symptoms w i th i n  the past year. Twenty s i x  (26%) percent 
reported that they did not have any of the symptoms. For 
the health d i agnoses, the group average was one cond i t i on. 
Overall, thi s  group rated the i r  physi cal health as better 
than others w i th i n  the same age category (75%). Twenty 
three percent (23%) judged the i r  health as the same whi le 
two percent (2%) rated thei r health as worse than others. 
These non-caregi ver parents reported an average of 
( 
141 
26. 2 hou rs of f ree ti me pe r week ( � = 14. 5 ) ,  Th i s  group 
repo rted high levels of sati s facti on rega rdi ng the f ree 
ti me they had avai lable , E i ghty-two ( 82% ) pe rcent repo rted 
they we re e i the r ve ry sati s f i ed o r  sati s f i ed with th i s 
amount of ti me , E i ghteen pe rcent ( 18% ) of the pa rent s 
exp res sed di s sati sfact i on w i th the amount of f ree ti me. 
Fou rteen pe rcent ( 1 4%) of the di s sati s f i ed pa rent s repo rted 
that thei r f ree ti me was not enough. The remai n i ng membe r s  
of the di s sati s f i ed g roup ( 4 %) repo rted they had too much 
ti me , 
On the mea s u re of life change, the non-ca reg i vi ng 
g roup expe ri enced an ave rage of th ree event s i n  the last 
yea r ,  Thi s  g roup expe ri enced an ave rage of 1. 4 SD = 1. 4) 
negati ve, and one ( S D  = 1 , 4) pos i t i ve and . 67 ( SD  = , 92) 
equi vocal event , 
Soc ial Support Mea s u re s  
Thi s  s ecti on de s c r i be s  the th ree ca reg i ve r  g roups on 
the social s upport va r i able s , Th ree di men s i on s  of suppo rt 
we re u s ed i n  the s tudy , The soc i al relat i on di men s i on 
i nclude s the ove rall numbe r of membe rs, the di s t r i but i on of 
these membe r s  ac ros s home and fam i ly , health, pe rsonal and 
soci al, and money and f i nance s sub-netwo rks .  The second 
di men s i on of soc i al support i s  the st ructu re of the suppo rt 
netwo rk, wh i ch i ncludes the role s of the di ffe rent network 
membe r s  and the p rox i m i ty i n  age to the res pondent , The 
fi nal d i men s i on i s  the funct i onal content of the suppo rt 
and i ncludes the deg ree of rec i p roci ty in the exchanges of 
the netwo rk, sati sfacti on w i th suppo rts, and type of 
suppo rt rece i ved. The followi ng secti ons desc r i be the 
soci al suppo rts fo r each of the th ree g roups. 
Act i ve Ca reg i ve rs 
The acti ve pa rent g roup repo rted an ave rage of 3. 8 
membe rs i n  the i r ove rall suppo rt netwo rk S D  =2. 5) . 
S i xteen pe rcent ( 16%) of the respondents i n  th i s  g roup had 
empty netwo rks, meani ng thei r netwo rks contai ned no 
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membe rs. Membe rshi p  compos i t i on of the ove rall netwo rk was 
b roken i nto fou r sub-netwo rks. The ave rage numbe r of 
membe rs i n  each we re 2. 3 S D  = 1. 7) i n  home and fami ly, 1. 9 
� = 1. 3) i n  health, 2. 2 ( S D  = 1. 7) in pe rsonal and 
soc i al, and 1. 2 
sub-netwo rks. 
SD 1. 2) in money and fi nances 
The st ructu ral d i mens i on of soc i al suppo rt i ncluded 
the roles and ages of netwo rk membe rs. A fami ly membe r 
othe r than a spouse o r  chi ld (32%) was the most common 
netwo rk member. The othe r roles rep resented we re : f r i ends 
(28% ) ,  ch i ld ren ( 15%) ,  a spouse ( 12%) , a help i ng 
p rofessi onal (8% ) ,  nei ghbo rs (5%) ,  and othe r i nd i v i duals 
( 1% ) .  The g reatest numbe r of these suppo rts we re younge r 
than the respondent (50 % ) ,  followed by olde r (3 1%) and same 
age ( 19%) membe rs. 
The fi nal dimensi on of soci al suppo rt was the 
functi onal content whi ch i ncludes the rec i p roci ty of the 
( 
exchange, sati sfaction  with supports, and the type of 
support recei ved. 
four sub-networks. 
Reci proci ty was measured i n  each of the 
Parents ident i f i ed people to whom they 
prov i ded support i n  each sub-network area. A rec i proc ity 
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rati o was calculated for each of the sub-networks based 
upon the number of people who prov i ded the respondents with 
support di v i ded by the number to whom the respondent 
prov i ded support, multipled by 100 .  The rec i proci ty rati os 
for act i ve careg i vers were : 90. 7 for health, 7 7 . 4  for 
personal and soc i al, 7 6. 7 for money and fi nances, and 7 2. 25 
for home and fam i ly sub-networks. Health recei ved the 
h i g hest sati sfaction rati ng w i th 96% of the parents 
reporti ng that they were ei ther very satisf i ed or sat i sfi ed 
w i th the i r  health supports. Money and fi nances recei ved 
the second h i g hest rati ng (95%), followed by personal and 
soci al (95%) and home and fam i ly (91%) sub-networks. 
Past Caregi vers 
The past careg i vers reported an average of 3. 6 
i nd i v i duals i n  thei r  overall support network. 
percent ( 16%) of the group had empty networks. 
Sixteen 
Across the 
di fferent sub-networks, the parents reported an average of 
2. 0 ( � =1. 8 )  supports for home and fami ly, 1. 7 SD 
=1 1. 5) for health, 1. 8 ( S D  = 1 . 8 )  for personal and soci al 
and 1. 3 ( S D  = 1. 5) for money and fi nances. 
The roles of the network members were analyzed. The 
role most frequently reported i n  the overall network was a 
( 
fri end (28 %) , followed by a fam i ly member other than a 
chi ld or spouse (27 % ) ,  a chi ld (2 1 % ) ,  a spouse ( 10 %) ,  a 
he l p i ng professi onal (5%) , and a nei ghbor (1% ) .  The 
maj or ity of these members were younger than the respondent 
(57%) , fol l owed by peop l e  the same age (23 %)  and older 
(20 %) members. 
The f i nal di mens i on of support was the functi onal 
content. Thi s  i nc l uded the rec i proci ty i n  the exchanges, 
s at i sfact i on w i th support, and type of support recei ved. 
The hi ghest rec i proc i ty ratio for these parents was i n  the 
health sub-network, whi ch was 10 3 . 7. The remai n i ng ratios 
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were 68 . 5  for home and fami ly, 65. 3 for money and finances , 
and 56. 0 for personal and soc i al sub-networks. S i m i lar to 
the acti ve caregi ver group, these parents reported h i gh 
levels of sati sfacti on with thei r  support. For all 
sub-networks, most parents reported they were e i ther very 
sat i sf i ed or sat i sf i ed with the i r  supports. The percentage 
of parents who were sat i sf i ed w i th supports was hi ghest for 
home and fam i ly (95%) , followed by personal and soci al 
(92%) , health (92 % ) ,  and money and fi nances (90 %) .  
Non-caregi vers 
The parents i n  the non-caregi v i ng group i dentified an 
average of 3 . 9  i nd i v i dua ls i n  thei r  overall support 
network. Seven percent (7%) of these parents reported 
empty networks. The averages i n  the sub-networks were: 
2 .  5 SD = 1. 5) members for home and fami ly, 2. 1 SD = l . 5) 
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for health, 2. 0 SD  = 1. 6) for personal and soci al, and 1. 5 
SD  =1. 6) for money and fi nances. 
The roles o f  the network members were analyz ed for the 
non-caregi ver group. The most common role was a fri end 
( 3 3 % ) . Other roles wh i ch were represented were: ch i ld 
(22% ) ,  other fami ly member besi des a ch i ld or spouse ( 18%) , 
spouse (16% ) ,  nei ghbor (5% ) ,  help ing professi onals (5%),  
and other (1% ) .  Most o f  the supports were younger than the 
non-caregi vers (54% ) .  Twenty eight percent (28%) were the 
same age and 18% were older than th i s  group. 
These parents had h i gh reci proc i ty rat i os and 
sati s fact i on rati ngs for all four sub-networks. Each 
sub-network had a reci proci ty rat i o  wh i ch was greater than 
100 .  The actual rati os were: 128 . 9  for health, 124. 2 for 
personal and soci al, 124. 1 for home and fami ly, and 10 1. 5 
for money and fi nances sub-networks. 
supports was also high i n  th i s  group. 
The sati sfacti on w i th 
All the parents 
(100%) reported that they were very sat i s f i ed or sati s f i ed 
with the i r  supports. No respondent reported 
d i ssati s facti on i n  any o f  the four sub-networks. 
Study Hypotheses 
Stress Hypotheses 
The stress hypotheses predi cted that acti ve caregi vers 
would report h i gher degress o f  stress than the other 
groups . Non-caregi vers were predi cted to report the lowest 
degrees o f  stress i n  the three groups. The stress 
( 
hypotheses are li sted below. 
HYPOTHES I S  l :  Acti ve caregi vers of mentally retarded 
adults w i ll report hi gher degrees of stress than past 
caregi vers. 
HYPOTHES I S  3:  Act i ve caregi vers of mentally retarded 
adults w i ll report hi gher degrees of stress than 
non-caregi vers , 
HYPOTHES I S  5 :  Past caregi vers of mentally retarded 
adults wi ll report hi gher degrees of stress than 
non-caregi vers. 
Phys i cal Health 
These three hypotheses were further spec i f i ed by 
i dentify i ng three measures of stress. These we re physi cal 
health , personal time ava i lable to caregi vers , and the 
experi ence of l i fe change events. The physi cal health 
di mens i on i nvolved three sub-hypotheses. These three were: 
1 ,  Acti ve caregi vers w i ll report a greater number of 
physi cal health problems than past careg i vers. 
2. Acti ve caregi vers w i ll report a greater number of 
physi cal health problems than non-caregi vers , 
3.  Past caregi vers w i ll report a greater number of 
physi cal health problems than non-careg i vers. 
Physi cal health was measured by the number of health 
act i v i tes of the parents , number of items on the Physi cal 
D i agnosi s ,  Depressed Mood , and Health Diagnosi s  I ndi ces. A 
stati st i cally s i gn i f i cant d ifference was found between the 
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groups on two of the four measures. Differences between 
groups w e r e  determined by the S cheffe mul tiple ranges test 
(alpha= .O S ). 
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The two differences were on the number of Physical 
S y mptoms and Depressed Mood items. Active caregivers 
reported a greater number of health sy mptoms ( � = 2 . 9) than 
the non-caregivers ( M = 1 . 9 )  ( F  ratio= 4 . 1 7 ,  df = 2 , 2 07, � 
= . 0 2 ). A second difference was that non-caregivers reported 
fewer depressed mood items M = 1. 0) than past M = 1 . 8 ) or 
active M = 1 . 8)  caregivers ( F  ratio= 4. 4 7 ,  df = 2 , 2 07 ,  � 
= .  0 1 ) • 
The final indicators of physical health were the 
Physical Diagnosis Index and five activities which either 
positively or negatively affect health status. No 
statistically significant differences were found when the 
three groups were compared the number of health diagnoses 
reported. The health activities also revealed no 
statistically significant differences between the groups. 
Personal Time 
The number of hours of free time available to the 
respondents was a second hypotheses. The personal time 
dimension was a measure of stress was specified in three 
sub-hypotheses. These were: 
1. Active caregivers will report fewer hours available 
for personal time than past caregivers. 
2 .  Active caregivers will report fewer hours available 
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for personal time than non-caregivers. 
3. Past caregivers will report fewer hours available ior 
personal time than non-caregivers. 
Respondents were asked co report on the amount of 
personal t�me available within a week. Active caregivers 
reported significanclv fewer hours of free time than the 
non-care�!vers (F ratlo = 3.70, df =2,183, E =.03) based upon 
the Scheffe multiple ranges test (alpha=.05). 
:1ours ver .,..,eek for act:ve caregivers was 17.2 
The average 
SD 
hours, compared to :0.54 SD = 20.1) for past, and 
1 7 • 0 ) 
2 6 • 1 5 
SD = l4.4) for non-caregivers. However, no difference 
existed between the parents on the degree of satisfaction 
they felt with this amount of time. 
L:fe Change Events 
The degree of life change for the three groups was 
measured by the Life Event Index. The overall number of 
changes were tabulated and events were classified into 
either positive, negative or equivocal categories depending 
upon the outcome of the event for an individual. The 
classification of life events into the three categories has 
been performed in other studies on life events (Moos et 
al., 1985). The three sub-hypotheses for life change were: 
1. Active caregivers will report a greater number of life 
changes than past caregivers. 
2. Active caregivers will report a greater number of life 
changes than non-caregivers. 
( 
3. Past ca reg i ve rs will repo rt a greate r numbe r of life 
changes than non-ca regi ve rs. 
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No stat i sti cally s i gnifi cant diffe rence was found 
between the th ree groups on the tota l numbe r of life events 
expe r i enced w i thin the past yea r. Howeve r, when events 
we re classi f i ed i nto pos i ti ve, negati ve o r  equ i voca l 
effects, one d i ffe rence app roached signifi cance. 
Non-ca reg i ve r s  repo rted a g reate r numbe r of positive life 
events than the othe r g roups (F  rat i o= 2. 98, df = 2 , 2 0 7, � 
= . 0 53). Non-ca reg i vers repo rted an ave rage of 1. 05 ( � 
1. 0) of these events compa red to . 70 ( � =. 79) fo r acti ve 
and . 67 ( SD =. 88) fo r past ca reg i vers. No d i fferences we re 
found between the groups on the numbe r of negati ve or  
equivocal events. 
I n  summa ry, the st ress hypotheses wh i ch p r edi cted 
diffe rences between the th ree ca reg i ve r  g roups we re 
pa rti ally suppo rted. D i ffe rences tended to be between the 
two groups of pa rents w i th a mentally reta rded adult chi ld 
and the non-ca regi ve r g roup. Acti ve ca reg i ve rs repo rted a 
greate r numbe r of health symptoms than non-ca reg i ve rs, and 
non-ca reg i ve rs repo rted fewe r mood d i stu rbances than the 
other g roups. Acti ve careg i vers repo rted fewe r hours of 
free time than the non-careg i vers. Non-ca reg i vers 
expe r i enced a g reate r numbe r of pos i t i ve l i fe changes than 
the othe r two groups. Table 10 summa r izes the 
stati sti cally s i gn i f i cant diffe rences between the ca reg i ve r  
= 
150 
groups. 
Inse rt Table 10 here 
Soci al Suppo rt Hypotheses 
The soc i al suppo rt hypotheses p redi cted that the th ree 
pa rent groups would repo rt d i ffe rent social suppo rt 
constellati ons. 
below : 
The soc i al suppo rt hypotheses are li sted 
HYPOTH E S I S  2 :  Acti ve ca reg i vers will repo rt a diffe rent 
soci al suppo rt constellati on than past careg i vers. 
HYPOTH E S I S  4 :  Acti ve ca reg i ve rs will repo rt a diffe rent 
soci al support constellati on than non-ca reg ivers. 
HYPOTHE S I S  6: Past ca reg i ve rs will repo rt a diffe rent 
soci al suppo rt constellati on than non-ca reg i vers. 
These th ree hypotheses we re fu rther spec i f i ed by 
i denti fy i ng th ree d imensi ons of soci al support. These 
we re: soci al relati on, soc i al netwo rk, and functi onal 
content di mensi ons. Sub-hypotheses for each d imens i on a re 
l i sted i n  the followi ng secti on. 
Soci al Relat i on D imensi on 
One d i mens i on of soci al suppo rt was the soc i al 
relati on di mensi on. Two va r i ables we re i ncluded. The 
f i rst was the numbe r of supports i dent i f i ed i n  the soci al 
suppo rt netwo rk of the pa rents. The second va r i able was 
the contact between the pa rents and thei r supports. Each 
Table 1 0  
Statistically Significant Differences by Caregiver Group o n  Stress 
Variables 
Stress Variable 
# Health # Mood Hours of 
Symptoms Disturbances Free Time 
Mean Per Group 
Active M=2.9 M= l .8 M= l 7.2 
Past M=2.0 M= l.8 M=20.5 
Non M= l.9 M= l.0 M=26. l  
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F Ratio 4. 17  d.[=2.207 4.47 d.[=2.207 3.70 d.[=2. 182 
Significance u=.02 u=.O l u=.03 
Differences 
Between Groups 1 & 3 ( 1 .2) & 3  1 & 3 
Scheffe Alpha .05 .0 1 .05 
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of the sub-hypotheses are summari zed below: 
1. Act i ve caregi vers w i ll report fewer people i n  a soc i al 
support network than past caregi vers. 
2. Act i ve caregi vers w i ll report fewer people in a social 
support network than non-caregi vers. 
3.  Past caregi vers will report fewe r people in a soci al 
support network than non-caregi vers. 
The number of people named as supports d i d  not differ 
s i gn i f i cantly between the three groups. The average number 
of supports i dent i f i ed were 3 . 8  for acti ve caregi vers, 3 . 6  
for past caregi vers, and 3 . 9  for non-caregi vers. A 
chi -sq uare test of s i gn i f i cance was used to determi ne i f  
di fferences ex i sted between the caregi ver groups on the 
number who had empty gri ds. An empty gri d  i ndi cated that 
the respondent d i d  not name any person as a support. 
Al though the average number of network members was not 
di fferent between the groups, fewer non-caregi ver parents 
(7%) had empty networks than e i ther act i ve ( 1 5%) or past 
( 16%) caregi vers (X 2 =5. 8 2, � = 2, £ =. 0 54) . In 
add i t i on to the overall support network, membershi p  in each 
sub-network was analyzed. No stati st i cally s i gn i f i cant 
d ifference was present i n  the number of supports i dent i f i ed 
i n  any of the four sub-networks when the groups of 
caregi vers were compared. 
The second vari able i n  the soc i al relat i on dimens i on 
was the contact between caregi vers and the i r  supports. The 
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sub-hypotheses predi cted that acti ve caregi vers would have 
fewer contacts w i th supports and non-caregi vers would have 
the greatest number of contacts. 
1 .  Acti ve caregi vers will report fewer contacts with 
supports than past caregi vers. 
2.  Act i ve caregi vers will report fewer contacts with 
supports than non-caregi vers. 
3.  Past caregi vers will report fewer contacts with 
supports than non-caregi vers. 
Parents were asked to report how freq uently they had 
rece i ved seven types of support. The respondents reported 
whether they had recei ved no support at a l l, a li ttle, some 
or a lot of support for each of seven support i tems. A 
one-way analysi s  of vari ance was used to determi ne 
d ifferences between the average amount of contact for each 
group. The mean scores indicated that the groups averaged 
a l ittle support with i n  the past month. Non-caregi vers had 
the h i ghest average score ( M = 1. 5, SD =. 56) compared to 
act i ve M 1. 47, SD = 1. 47) and past careg i vers ( � = 
1. 45, S D  1. 45). No stati sti cally s i gni f i cant difference 
was found among the groups on their contact w i th supports 
( F  rat i o  =. 109 ,  £.!_ =2, 207, � = . 8 9 6). 
The sub-hypotheses of di fferences about the soci al 
relati ons of the respondents to members of thei r  support 
network were not supported. The three groups of caregi vers 
reported soci al support networks of about equal si zes. 
( 
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Th i s f i nding wa s both i n  thei r ove rall s uppo rt netwo rk and 
thei r fou r s ub-netwo rks of home and fami ly, health, 
pe r sonal and. soci al, and money and fi nance s a reas .  No 
s i gnificant diffe rence s we re found between the g roup s on 
the level of contact the ca reg i ve rs had w i th the i r 
s uppo rt s. All th ree g roup s rece i ved an ave rage of a li ttle 
s uppo rt with i n  the past month. 
Soci al Netwo rk D i men s i on 
The second d i men s i on of s upport wa s the social netwo rk 
dimens i on. One va ri able wh i ch was i ncluded wa s the numbe r 
of coho rt s i dent i f i ed by the ca reg i ve rs a s  s uppo rts. 
Suppo rt s we re cla s s i f i ed a s  f i ve yea r s  o r  o l de r, f i ve yea r s  
o r  younge r, and the same age as  the respondent. The 
s ub-hypothe s e s  a r e p re s ented below: 
1. Act i ve ca reg i ve r s  w i ll report fewe r age cohorts as  
membe r s  of thei r soc i al s upport netwo rk than pas t  
ca reg i ve r s .  
2. Act i ve ca reg i ve rs w i ll report fewe r age coho rt s a s  
membe r s  of thei r s oc i al s upport netwo rk than 
non-ca reg i ve rs .  
3. Pa st ca reg i ve r s  w i ll report fewe r age cohort s  a s  
membe r s  of the i r soc i al s upport netwo rk than 
non-ca regi ve r s .  
I n  the ove rall s upport netwo rk, the numbe r of age 
cohorts d i d  not differ between the th ree g roup s .  Act i ve 
ca regive r s  had an ave rage of . 69 SD =. 94) netwo rk membe r s  ( 
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their same age. Past caregivers reported an average of , 7 8 
� =1 , 15) , and non-caregivers reported 1 , 0 7  ( SD = l . 29) 
supports who were within the 10 year age span of 
themselves. 
Although there were no differences i n  the overall 
networks, differences in the number of age cohorts were 
found i n  the sub-networks of the respondents , 
Non-caregivers identified a greater number of individuals 
of the same age than either active or past caregivers in 
their health sub-network ( F  ratio=3 , 7 4, _!!. =2, 18 7 ,  � 
=. 025) , The money and finances sub-network contained 
similar differences ( F  ratio =5, 9 7 ,  _!!. =2, 184, � = , 00 3) , 
The Scheffe post hoc test was run with an alpha of . 05 to 
determine differences between the groups. Non-caregivers 
reported a greater number of same age supports compared to 
active and past caregivers. A third sub-network, personal 
and social issues, approached significance ( F  ratio=2. 53, 
_!!. =2, 185, � = , 082) , The trend was in the same direction, 
where non-caregivers reported more same age cohorts than 
active and past caregivers , 
The second variable of the social network dimension 
was the supports who held formal roles , The sub-hypotheses 
predicted that active caregivers would identify a greater 
number and non-caregivers would identify the fewest 
supports in formal roles , Formal roles were defined as 
helping professionals. The sub-hypotheses are summarized 
( 
in the follow i ng secti on. 
1. Ac t i ve caregi vers will i denti fy a greater number of 
people i n  formal roles as supports than past 
careg i vers. 
2. Past careg i vers will i dent ify a greater number of 
people i n  formal roles as supports than 
non-careg i vers. 
3 .  Past careg i vers will i denti fy a greater number of 
people i n  formal roles as supports than past 
careg i vers. 
No s i gn i f i cant di fferences were found between the 
parents i n  the number of people i n  formal roles who we re 
i dent i f i ed i n  the overall support networks. When each of 
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the sub-networks was decomposed by roles , however , 
differences were di scovered i n  the number of i ndiv i duals i n  
formal roles. I n  home and fam i ly ,  health , personal and 
soc i al , and money and fi nances sub-networks , non-caregi vers 
ident i f i ed a signifi cantly greater number of helpi ng 
professi onals than the other two groups. Th is finding is 
di rectly opposi te to the sub-hypotheses whi ch predi cted 
that the network of non-caregi vers would contai n  the fewest 
number of people i n  formal roles. 
these differences. 
Table 1 1  summari zes 
Insert Table 1 1  here 
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Table 1 1  
Supports in Formal Roles by Caregiver Group for Sub-Networks 
Sub-Network 
Home/ Health Personal/ Money/ 
Family Social Finances 
Average Number 
Act ive .47 .35 .48 .40 
Past .53 .49 .35 .33 
Non-caregivers 1 .36 1 .97 2.20 2. 15 
F Ratio 3.4 1 9.00 10.44 10.50 
Significance .035 .000 .000 .000 
Differences 
Between Groups 1 & 3 ( 1.2) & 3 ( 1 .2) & 3  (1 .2) & 3  
Scheffe Alph a  .05 .0 1 .01 .01 
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In summary, di fferences were found between the 
caregi ver groups on the soci al network di mensi on of soci al 
support , No d ifferences ex i sted between the three groups 
i n  the number of same age cohorts or supports holdi ng 
formal roles i n  the overall soc i al support networks of the 
caregi vers , However, d i fferences exi sted i n  the four 
sub-networks ,  Non-caregi vers i dent if i ed a greater number 
of same age cohorts i n  the areas of health, and money and 
fi nances. The non-caregi ver group tended to i dent i fy 
people of the same age as supports i n  the i r  personal and 
soc i al sub-networks , Non-careg i vers also i dent i f i ed a 
greater number of people i n  formal roles than the other 
groups i n  each of the i r  four sub-networks ,  
Funct i onal Content D i mensi on 
The f i nal d imensi on of support was the functi onal 
content d i mens i on ,  Three vari ables were measured , One 
vari able was the degree of rec i procity i n  the soc i al 
support networks of the caregi vers , The sub-hypotheses 
predi cted that acti ve caregi vers would have networks w i th 
lower degrees of reci proc i ty. Non-caregi vers were 
predi cted to have the greatest degree of reci proc i ty i n  
the i r  exchanges , 
1 ,  Acti ve caregi vers w i ll report fewer rec i procal 
exchanges w i th i n  the soci al support system than past 
caregi vers. 
2 ,  Acti ve caregi vers w i ll report fewer reci procal 
exchanges within the soc i al support system than 
non-careg ivers , 
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3 ,  Past careg i vers will report fewer reci procal exchanges 
w i th i n  the soc i al support system than non-careg i vers , 
Rec i proc ity rati os were calculated for each of  the 
four sub-networks , Two sub-networks had rati os wh i ch 
reached s i gni f i cance between the parent groups , 
Non-careg i vers had hi gher rati os i n  home and fami ly, and 
personal and soci al sub-networks than the other groups , 
Table 12 summari zes the rec i proci ty rat i os among the three 
g roups , 
Insert Table 12 here 
The second vari able wh i ch was measured was the 
careg i vers' degree of  sati s fact i on with the i r  support , The 
respondents stated whether they were very sati s f i ed, 
sati s f i ed ,  d i ssati s f i ed, or very di ssat i s f i ed w i th the 
supports they i denti f i ed i n  the four sub-networks , The 
sub-hypotheses predi cted that acti ve careg i vers would have 
the lowest degrees of  sat i s fact i on ,  Non-careg i vers were 
predi cted to report the hi ghest satisfact i on ,  The 
sub-hypotheses about sati s facti on with support are 
summari zed below: 
1 ,  Acti ve careg i vers w i ll report lower degrees o f  
satis facti on with the i r  soci al support system than 
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Table 1 2  
Reciprocity Ratios fo r  Sub-Networks b y  Caregiver Group 
Sub-Network 
Home/ Health Personal /  Money/ 
F am ily Social Finances 
Average Number 
Active 72.25 90.78 77.4 76.71 
Past 68.46 103.38 56.01 65.34 
Non-caregivers 124.08 128.87 124.22 101 .52 
F Ratio 8.43 1 .57 7.96 2.06 
Significance .CXX) .2 1 .(X)() . 13 
Differences 
Between Groups ( 1 .2) & 3 ( 1 ,2) & 3  2 & 3  
Scheffe Alpha .01 .05 .01 
past caregivers. 
2. Active caregivers will report lower degrees of 
satisfaction with their soc ial support system than 
non-caregivers. 
3.  Past caregivers will report lower degrees of 
sati sfaction with their socia l support system than 
non-careg ivers. 
All the groups reported high degrees of satisfaction 
with the ir supports across all four sub-networks. A 
ch i-square analy sis was run to determ ine if differences 
ex isted between the groups on satisfaction with support. 
D ifferences between the groups in the home and family 
2 
(X  =44. 79, i!. =2, £ =. 09), 
2 
health (X  = 3 . 3 7, i!. =2, 
£ =. 19), personal and social 
2 
(X  =2. 45, df =2, £ =. 29), 
and money and f inances 
2 
(X  = 3 . 98 ,  i!. =2, £ =. 14) 
sub-networks were not found. 
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The final variable in the funct ional content d imension 
was the type of support received by the caregivers. The 
respondents reported on the types of support they had 
received w ithin the past month. Through the factor 
analysis of the seven support items, each item was 
classified as e ither instrumental or express ive types. The 
sub-hypotheses listed below summarize the predicted 
d ifferences by group. 
1. Active caregivers w ill report fewer expressive and 
greater instrumental exchanges w ithin their social 
--
support system than past caregi vers. 
2 .  Act i ve caregi vers will report fewer express ive and 
greater i nstrumental exchanges within their soci al 
support system than non-caregi vers. 
3 .  Past caregi vers w i ll report fewer expressi ve greater 
i nstrumental exchanges with i n  thei r  soci al support 
system than non-caregi vers. 
No stati stical s i gn i f i cant di fferences were found 
between the three groups on the amount of express ive 
support they had recei ved ( F  rati o= . 06 7 ,  .!!_ =2, 1 64, � 
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= . 9 4 )  • Additi onally, no stati sti cal s i gnifi cance was found 
on the i nstrumental support recei ved by the parents, 
although th i s  amount approached s i gnif i cance ( F  
rat i o= 2. 9 53 ,  .!!_ =2, 160, � = . 0 5 5 ). 
I n  summari z i ng the f i nd i ng on the funct i onal content 
d i mensi on of support, one stati st ically s i gni f i cant 
d ifference was di scovered between the caregi vers. I n  all 
four sub-network areas, non-caregi vers reported hi gher 
levels of reci proci ty in the exchanges with the i r  supports. 
The groups d i d  not differ on their sati sfacti on with thei r  
support systems nor the type of support recei ved. 
Overall, the soci al support hypotheses of differences 
i n  the soci al support constellat i ons of the three groups 
recei ved parti al support. Non-caregi vers d iffered from the 
other groups by havi ng fewer empty networks, by i dent i fy i ng 
more supports fill i ng formal roles i n  all four sub-network 
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areas, by havi ng hi gher reci proci ty rati os i n  the home and 
fam i l y, and personal and soc i al sub-networks, and by 
ident i fy i ng more age cohorts i n  the i r  sub-networks of 
health, and money and fi nances. The soci al support 
networks of the act i ve and past caregi ver groups did not 
differ s i gn i fi cantly on any vari abl e. 
D i scr i m i nant Model s 
S i ngl e Construct Models 
Three s i ngl e construct model s were run to see if a 
single set of vari ables woul d be the pred i ctors of group 
membershi p  for th i s  sampl e. The characteri stics model 
contai ned both i ndivi dual and household vari abl es. Since 
many of these vari abl es were nomi nal l evel , dummy vari ables 
were constructed to enter i nto the model . The actual i tems 
wh i ch were i ncluded i n  the model were : bei ng married, 
l evel of educati on, bei ng white, bei ng femal e, bei ng 
employed, l iv i ng i n  R i chmond / Henri co D i stri ct whi ch were 
the two most popul ated areas, years i n  home and i ncome. The 
stress model consi sted of the number of physi cal symptoms, 
the number of depressed feel i ngs, the amount of free time, 
the number of positive and number of negati ve l ife events 
experienced. The fi nal model contai ned the ei ght social 
support vari ables wh i ch were the number of supports, degree 
of contact w i th supports, number of same aged cohorts, 
number o f  supports i n  formal roles, degree of reci procity, 
satisfacti on w i th support, and the number of i nstrumental 
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and expressive exchanges. Table 13 summarizes the results 
of the three single construct models. 
Insert Table 13 here 
None of the single construct models were good 
predictors of group membership. The functions which were 
derived within each of the models did not reach 
significance. In discriminant analysis, the significance 
of a function is determined by converting Wilk's lambda to 
a chi-squared distribution (Norusis, 1985). A small value 
for lambda indicates that within group variability is small 
compared to the total variability within the entire sample. 
Within all the single construct models, the null hypothesis 
of no differences between the groups based upon the 
functions could not be rejected. 
Multiple Construct Models 
Three multiple construct models were also run using 
discriminant procedures. These models contained the same 
measures as the single models, however, multiple sets were 
entered simultaneously. Two models combined characteristic 
variables with either stress or social support and a final 
model contained all three sets of predictors. 
summarizes the three multiple construct models. 
Table 14 
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Table 13  
Single Construct Models 
Demographics Stress Social Supports 
Function l 
Eigenvalue .06933 . 10038 . 10144 
% Variance 56.73 78.81  82 .83 
C anonical Correlation .26 .30 .30 
Wilk's Lambda .88 .89 .89 
Significance x2= 17.37 x2=18.09 x2=11.20 
u=.36 t!,=.053 t!,=.37 
Function 2 
Eigenvalue .05289 .02699 .02 102 
% Variance 43.27 2 1 . 19 17. 1 7  
Canonical Correlation .22 . 16 . 14 
Wilk's Lambda .95 .97 .97 
Significance x2=7.55 x2=3.94 x2=3.05 
u=.37 u=.41  t!,=.88 
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Insert Table 14 here 
The only model which produced significant differences 
between the groups on the functions was the one containing 
characteristic variables, stress and social support. Eight 
variables were contained within the two functions of the 
model. Function 1 ( £ =.002) accounted for 66% while 
Function 2 ( £ =.069) accounted for the remaining 34% of 
the variance. 
Function contained six variables. The function 
combined the reciprocity ratio, the number of positive life 
events, the amount of free time, and white racial 
membership. Two additional measures had negative 
coefficients which were the number of depressed mood items 
and living in Richmond/Henrico. 
The combination and coefficients of the variables are 
clues to the meaning of the function. The standardized 
canonical discriminant function coefficients estimate the 
relative importance of the individual variables within the 
overall function (Klecka, 1980). The variable in Function 
1 which has the highest coefficient is experiencing 
depressive thoughts and is a negative coefficient. The 
other variable with the next largest coefficient is the 
ratio of reciprocity in the exchanges within the support 
network. Table 15 summarizes which variables entered into 
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Table 14 
Multiple Construct Models 
Demographics Demographics & Demographics 
& Stress Social Support Stress & 
Social Support 
Function 1 
Eigenvalue .18520 .06933 .17797 
% Vartance 69.02 56.73 65.52 
Canonical Correlation .40 .25 .39 
Wilk's Lambda .77 .88 .78 
Significance x2=35_97 x2=17.37 x2=37.ll 
12=.09 12=.36 u=.002 
Function 2 
Eigenvalue .08313 .05289 .09367 
% Vartance 30.98 43.27 34.48 
Canonical Correlation .277 .22 .29 
Wilk's Lambda .92 .95 .91 
Significance x2=11.49 x2=7.55 x2=13.12 
12=.49 12=.37 u=.069 
% Cases Correct 47.14 
(Chance=33.33%) 
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Function 1. 
I nsert Table 15 here 
An examination of the individual items reveals that 
Function includes variables from the four levels of 
systems contained within the research model. The 
individual variables (microsystem) includes the depressed 
mood and life events variables. The reciprocity variables 
represents symmetr y  in exchanges which is an relationship 
variable (mesosystem) . Two other variables are exosystem 
variables , meaning those which have an indirect effect on 
functioning. Those area the degree of free time and 
residence of the respondents. The final variable entered 
into Function 1 was being white , which may be a surrogate 
variable for the experience of prejudice and discrimination 
experienced by Blacks. The variables which combine in 
Function 1 suggest that classification into caregiver 
groups is increased if variables are included which 
represent multiple levels of functioning. 
An examination of the group centroids for Function 1 
clarify how the three groups differ. A group centroid is 
the mean of the group for all of the variables entered into 
the function (Klecka, 1980) . The dispersion of the 
centroids for each group is in the direction predicted by 
the study hypotheses. Active caregivers have the lowest 
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Table 1 5  
Standardized Canonical Function Coefficients for Demographic, Stress 
and Social Support Model 
Function 1 Function 2 
Demographics 
Education Level .84 
Race--White .31 
Location live--
Richmond/ Henrtco District -.37 
Stress 
# Depressed Mood -.56 
# Hours Personal Time .30 
# Life Changes--Positive .37 
Social Support 
Reciprocity in Exchanges .56 
Satisfaction with Supports - .55 
Group Centroids 
- .23 Active Caregivers -.30 
Past Caregivers -. 14 .49 
Non-Caregivers .69 -.07 
mean while the non-caregivers have the highest. Past 
caregivers have a mean score that falls between the two 
other groups. 
Although Function 2 was not signi ficant at alpha , 0 5, 
the function did approach significance ( � =. 0 69) . 
Function 2 contained two variables which were years of 
education of the repondents and their satisfaction with 
supports Education had a positive standardized 
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coeffi cient (. 84) while satisfaction with supports had a 
negative one (. -54) . This function is the combination of 
higher levels of education and lower levels of satisfaction 
with their support systems. 
Group centroids for Function 2 revealed a different 
order of the groups than Function 1. Past caregivers had 
the highest mean (. SO) with active caregivers having the 
lowest (-. 23 ). 
groups (-. 0 7 ) .  
Non-caregivers fell between the other 
In summary, six discriminant models were constructed 
to determine whi _h variables would predict membership of 
the three parent groups over chance. Only one function, a 
combinati on of characteristics, stress and social support 
measures, reached significance. The second function 
contained within the model approached significance. 
The model did improve the ability to classify cases 
into the correct group over chance alone. By chance, a 
correct classifaction rate was 33. 3%. The model had a rate 
. 
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of 47. 14% i n  co r rectly class i fy i ng t he cases. Howeve r, the 
e i genvalue, whi ch i s  an est i mate of the explai ned va r i ance, 
was low fo r bot h funct i ons. Funct i on had an eigenvalue 
of . 177. The value fo r Funct i on 2 was . 093. Whi le the 
class i f i cat i on of cases imp roved, a la rge amount of the 
va r i ance bet ween groups rema i ns unexplai ned by the model. 
The pa rent role i s  pe rfo r med within t he context of a 
fami ly syst em. To ga i n  add i t i onal unde rstandi ng about 
fami ly funct i oni ng, int e r v i ews we re conduct ed with f i ve 
fam i l i es whe re an adult w i t h  mental retardat i on li ved i n  
t he same household. The cont ext of t he i nt e r v i ews was t he 
fam i ly home. The i ntervi ews gathe red data about 
act i v i t i es, communi cat i on patt e rns, and changes in t he 
fami ly system. The data from t he i ntervi ews a re summa r i zed 
in t he next chapter.  
I 
CHAPTER 5 
Results of Family Interviews 
Five families were interviewed to gain an indepth 
understanding of family functioning in families with an 
adult mentally retarded son or daughter. One family was 
selected from each of the five geographic areas surveyed as 
part of th i s  study. The families parti cipating in this 
part of the research were identified by a casemanager. All 
families contacted agreed to participate in the study. The 
interviews were conducted in their homes. 
The following sections summarize information from the 
family interviews. The first section describes the family 
by their activities, patterns of communication, and methods 
of processing changes. An eco-map is presented for each 
family. An eco-map is a visual representation of the 
family in their life space. This tool has been tested in a 
variety of settings with a range of clients and has been 
found to be an effective method of portraying client data 
(Beckett & Coley, 198 7 ;  Freeman, 1984; Hartman, 1987). 
The second section identifies themes across families which 
emerge from the data for the three areas. 
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Desc r i pt i on of Fam i l i es 
Cheste rf i eld County 
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The fam i ly from Cheste rfield was white and resided in 
the easte rn secti on of the county. The fami ly cons isted of 
the fathe r who was in his ea rly 50s, and two tw in autistic 
sons who we re 18  yea rs of age. The pa rents are sepa rated 
and the mothe r resides in anothe r city about 100 miles 
away. The fathe r is employed as an engi nee r and the sons 
attend a special education school. One daughte r, aged 19, 
is in mi lita ry t raining in anothe r state. Due to the 
limited communication of the sons, the fathe r p rovi ded 
informati on i n  the inte r v i ew. F i gu re 6 p resents an eco-map 
of the fami ly. 
Inse rt F i gu r e  6 he re 
Fami ly Act i v i t i es 
W i th i n  the past two yea rs, the family has expe r i enced 
changes in household composi t i on whi ch affected the 
act i v i t i es the fami ly pe rfo rms together.  The pa rents have 
recently sepa rated and the daughte r has ente red a milita ry 
t raining p rog ram. 
the sons. 
The mothe r has only m i n i mal contact with 
When the fami ly lived together, they attempted out i ngs 
in the communi ty. They would go to amusement pa rks, the 
Figure 6. Eco-Map of Family in Chesterfield 
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beach, or church services , The father des crib ed these 
outings as stres s ful events , The twin son s  would walk away 
or were socially inappropriate i n  their behavior s,  for 
e xample, perform s pontaneou s vocalizations .  The father 
stated that he did not perceive that his sons were accepted 
by s ome members  of their extended family or the community , 
The activities of the parents as  a couple were 
explored , When they were together, the parent s did not 
have many opportunities to s pend time alone , The father 
reported that it was difficult finding care for their two 
s ons, and their daughter would care for both of her 
brothers , He described one instance when one of the twins 
wandered onto a b u s y  highway when the parents were away. 
On the way home from their outing, the parents saw their 
son riding his bicycle down the side of a heavily travelled 
road , This incident was frightening for the family and 
decreas ed the outings planned b y  the parent s , 
Activities between parent-child dyad s were also 
discu ssed , Currently, the father takes the sons bowling as 
a weekly outing. He reports difficulty in supervising both 
of them together, as one frequently wanders away while the 
other is bowling. 
The siblings do not have regular interactions , Since 
the daughter moved away, s he has limited opportunity to 
return to the family home , Although the sons share a 
bedroom, they do not interact with each other , The father 
..
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states that they frequently act as if the other did not 
exist, 
The father does maintain ties away from the family 
unit, He is employed as an engineer and reports that he is 
satisfied with his job. He socializes with others from 
work, For example, he and a friend were going to a baseball 
game following the interview. He reports that he has 
always been more social than his wife, who did not maintain 
many connections outside the family. 
Communication 
The twin sons have minimal communication skills. Only 
one of the sons is verbal. He has minimal language skills 
and resists speaking even when directly addressed. The 
other son has no verbal skills and relates via gestures and 
minimal signing. The sons have virtually no input into 
family decision-making. 
The father states that he has assumed the role of 
spokesperson for the family with other systems, For 
example, he was the liaison with his sons' school, and 
joined a support network for parents of mentally retarded 
children. He has also intervened with neighbors in 
situations involving his sons when on a few occassions, 
they have wandered onto other's property, upsetting the 
neighbors, He stated that he never told his wife about 
these incidents, as she would have become very hostile 
toward the neighbors. 
1n 
Family Change 
This family has recently expe rienced d ramatic changes 
in the composition of household membe rship. Within the 
past two yea rs, both the daughte r and mothe r  have moved out 
o f  the household. The sons are moving into a g roup home i n  
the ve ry nea r futu re. The fathe r  stated that the 
child ren ' s  moves were planned and expected. He did not 
expect the sepa ration f rom his wife. He ex p ressed 
confusion and unce rtainty about the reasons fo r her 
decision to sepa rate. 
The family has had to make changes in an attempt to 
assimilate into their neighbo rhood. The father desc ribes 
the f rust ration felt by the pa rents in t rying to maintain a 
household with autistic twins. He reported an incident 
whe re they pu rchased new ca rpet and sho rtly a fte rwa rds one 
son set it on fire. At oth e r  times, the sons would have 
tempe r tant rums and knock plaste r f rom the walls. I n  an 
attempt to maintain the standa rds of the community, the 
pa rents became skillful at and spent a conside rable amount 
o f  money on home maintainance. 
The fath e r  also spoke of opportunities which we re 
missed due to the disability o f  their sons. He has had to 
decline j ob p romotions out o f  the community so the sons' 
school and se rvices would not be dis rupted. He also spoke 
of plans he and his wife we re unable to implement because 
o f  expense and ca regiving responsibilites. 
Summary 
I n  summary, the family from Chesterfield County 
consi sted of three members. The father was employed and 
the aut i stic tw i n  sons were in school programs. Recently, 
the mother and father separated and the daughter moved out 
of state. The family has had d i ff i culty integrating i nto 
the communi ty. The father was the parent connected with 
other systems in the envi ronment. One son has limited 
verbal skills and the other son knows minimal signs. The 
family has been able to engage in only limited family 
activ i t i es because of problems in supervising two autisti c  
children. Currently, the father is the family member with 
whom the sons have the most contact. 
Hanover County 
The family i n  Hanover County was white and li ved in a 
sub-div i s i on i n  the northern section of the county. Three 
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members live i n  the household, the parents who are in their 
m i d-fi fties, and a 19 year old son. The son is mentally 
retarded w i th auti stic-like behavi ors, and attends a 
special educati on class in the local high school. A second 
son, aged 30 years, is also mentally retarded and resides 
i n  a group home in the county. Thi s  son is part of a 
supported employment program and has a food service job at 
a local college. The fami ly has one other member, a 
daughter who is marri ed and l i ves out of state. She has 
two young children, both of whom have been diagnosed with 
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the same genetic defect as her brothers. The father is 
employed in the i nsura nce industry a nd has served as a n  
elected official in local government. The mother is a 
stude nt in a local university a nd expects to graduate this 
year. The family has lived in their current residence for 
five years, re-locating from the eastern shore of Virginia. 
The mother a n d  19 year old son provided information in the 
i nterview. See Figure 7 for the eco-map of the family from 
Ha nover County. 
I nsert Figure 7 here 
Family Activities 
The mother reported that as a unit, the f amily does 
attempt outings together. Every Sunday the son from the 
group home attends church a nd has din ner with his brother 
a nd parents. The family travels to visit the daughter's 
family which is a few hundred miles away. These trips are 
limited, because the 19 year old son is j ealous of his 
niece a nd nephew a nd is uncooperative durin g  these visits. 
Other outings by the family include entertainme nt, such as 
amusement parks a nd concerts. The mother reported that 
these outings ca n be stressful because the son's behavior 
draws negative attention to the family. The son is 
physically unremarkable, which makes his t a ntrums or 
i n appropriate verbalizations unexpected to others. I n  the 
Figure 7. Eco-Map of Family in Hanover 
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past, the parents rece ived comments about the lack of 
contro l of the i r  chi l d  on severa l occassi ons. 
Act i v i t i es of the sub-groups of the fami l y  were also 
di scussed. The activities of the parents as a coupl e  are 
The i r  son is ab l e  to stay home for two or three limi ted. 
hours spans, wh i ch l i m i ts thei r  activities to this time 
frame. The materna l grandmother who l i ves i n  the area has 
cared for the son when the parents need to be gone for 
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l onger per i ods. However, thi s  resource i s  becomi ng less of 
an opt i on as the son and grandmother age. 
Most parent-ch i ld i nteract i ons are between the mother 
and sons. Both sons are high function i ng i nte l lectual l y  
and assert some i ndependence i n  their l iv i ng situati on. 
The mother i s  the parent who routi ne l y  assi sts the sons 
w i th tasks, such as teachi ng them how to i ron a shirt or 
tak i ng them to buy c lothes. Duri ng footbal l season, the 
sons and father typ i ca l l y  watch the games on te levision 
together. Thi s  act i v i ty typ i f i es father-sons activi ties. 
S i b l i ng i nteracti ons are l i m i ted. When the daughter 
was l i v i ng w i th the fami l y, she provi ded care for her 
brothers. The mother reported that the daughter was 
he l pfu l and when she left for co l lege, she was mi ssed. The 
sons have l i m i ted i nteracti on with each other and do not 
engage i n  many activities together. 
One act i v i ty whi ch the fam i l y  members have as 
i ndividua l s  i s  at worship services. The sons sit away from 
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their parents during church, as one is an usher and the 
other sits with an elderly member of the congregation. The 
father is in the choir and the mother teaches a Sunday 
School class. 
The mother is currently a psychology student at a 
local university, She decided to pursue a degree after her 
oldest son moved away and the younger son began a 
medication to decrease aggressive behaviors. She stated 
that she needed to use her energy away from the household 
or "else I would have gone crazy, " Her goal is to work with 
families who have a disabled son or daughter within a 
school system setting. 
Communication 
Both sons in this family have good verbal skills. The 
mother states that that her 19 year old son is very 
expressive and she is the parent to whom he turns. She was 
responsible for conveying information to the son, for 
example, she was the parent who had a discussion about 
sexuality with him, 
One topic is not part of the family's communication. 
Although the term "mental retardation" is used as a 
descriptor of events (for example, going to a mental 
retardation association meeting), it is not used as a label 
for their son. The parents feel that the use of this term 
hampered their older son's development of self esteem and 
they resist using this term with the younger son, 
In addition to being responsible for messages within 
the family, the mother states that she is typically the 
liasion to other environmental systems. She expressed 
worry over finding employment because she i s  freq uently 
i nvolved i n  dealing with professionals connected to her 
sons. At one point she left the university because of 
conf licts with her youngest son's school system. She has 
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also assumed responsibility for making medical arrangements 
when her oldest son req uired emergency dental care. She 
states that her husband will take time o f f  of work if 
necessary, however, she i s  the parent who has the most 
interaction with external systems. 
Family Change 
The family had controlled the degree of change 
experienced by their youngest son because he becomes upset 
by unexpected events. The morning of the interview, for 
example, he was unable to locate a shirt which he wanted to 
wear and had a tantrum . During the interview, which was 
much later in the day, he was still upset by the incident. 
He is now taking a new medication to decrease his acting 
out behaviors. The family was very careful in locating of 
their house when they moved to the county. They selected a 
home which was distanced from the neighbors so that the 
son's tantrums would not be heard by others. 
The son's inability to handle new events has had an 
impact on the way the parents are preparing for his future. 
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Although his older brother li ves i n  a group home and is 
do ing well, the younger son i s  very res i stant to discuss i ng 
a move to a group home. S i nce the i r  daughter also has two 
ch ildren w i th a disabil i ty, the son will probably l i ve i n  a 
group home si tuat i on. The mother i s  currently work i ng on 
i ndependence sk i lls w i th her youngest son, g i v i ng h i m  
greater autonomy i n  select i ng clothes, and mak i ng h i m  
respons i ble for some household mai ntenance. These changes 
are calculated and planned to i ncrease h i s  competence and 
con fi dence that someday he w i l l  be able to l i ve away from 
h i s  parents. 
Summary 
The fam i ly in Hanover County has three members i n  the 
household. Add i t i onally, another adult chi ld has mental 
retardati on and l i ves i n  a group home i n  the community. 
The daughter has two chi ldren who have been d i agnosed w i th 
the same geneti c  defect as her brothers. The youngest son 
l i ves i n  the home and attends a speci al educati on program 
i n  an i ntegrated school sett i ng. The mother is a 
uni versi ty student and the father i s  employed. The 
youngest son's di srupti ve behavi or i s  a problem i n  
i ntegrati on i nto the nei ghborhood. The church i s  an 
i mportant source o f  support for thi s  fami ly. W i th i n  the 
fami ly system, the mother assumes most of the caregi v i ng 
respons i b i l i ty for the two sons. There i s  m i n i mal 
i nvolvement w i th members o f  the extended fami ly, whi ch i s  
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compounded by the agi ng process of the mate rnal g randmothe r 
who i s  no longe r able to prov i de substi tute ca re. 
Hen r i co D i st r i ct 
The fam i ly i dent i f i ed f rom th i s  a rea was wh ite and 
l i ved i n  a sub-d i v i s i on i n  weste rn Hen r i co County. Three 
fami ly membe rs l i ve in the household, the mothe r and 
step-fathe r who we re in  the i r m i d-fi fties, and a 3 1  yea r 
old son. The pa rents have been ma r r i ed fo r 12 yea rs. The 
son i s  multi ply i mpai red, hav i ng mental reta rdation, 
ce rebal palsy, deafness and asthma. He i s  a wheelchai r  
use r. The home is a s i ngle sto ry bui lding and i s  
completely ba r r i e r-f r ee, i ncludi ng wi dened doo rways, ramps 
and g r ab-ba rs. The home was custom-desi gned to accomodate 
the son's physi cal needs. The re i s  one othe r fami ly 
membe r, a daughte r who l i ves i n  the communi ty w i th he r 
husband and two young chi ld r en. S i nce the son's disability 
makes commun i cati on d i fficult , the mothe r provided the 
i nfo rmati on i n  the i nte rvi ew. The casemanage r from the C SB 
was also p resent dur i ng the fami ly i nte r v i ew. 
the eco-map fo r the fami ly i n  Hen r i co D i st r i ct. 
I nse rt F i gu re 8 he re 
Fami ly Act i v i t i es 
F i gure 8 i s  
The mothe r repo rted that the fami ly engages in a 
numbe r of act i v i t i es togethe r. They attend wo rship 
Figure 8 .  Eco-Map of Family in Henrico 
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se rv i ces o n  a week l y  basis and a re invo l ved i n  specia l 
events sponso red th rough thei r chu rch. They a l so go to 
amuseme nt pa rks, and to thei r daughte r ' s  home. They take 
fami ly vacat i ons, such as the beach o r  racet rack. These 
t r i ps i nvo l ve ove rn i ght stay s, whi ch can be di f ficu lt. She 
repo rted that thei r l ast stay at the beach was i n  a 
no n-ba r r i e r  f ree resi dence. They we re fo rced to ca r ry 
the i r son and his whee l chai r in and out o f  the house and 
down to the beach. 
The mothe r repo rts that she and he r husba nd make t i me 
to do things togethe r. S he stated that they p rio ritize 
time togethe r and make oppo rtun i t i es fo r act i vities. The 
son cannot stay a lone and usua l ly the daug hte r o r  an aunt 
comes into the home to stay with h i m. 
The pa re nts a l so pa rt i cipate in  activities with thei r 
chi l d ren. The step- fathe r and son sha re a wa rm 
re l ationship and go on outings togethe r. Besides doing 
things with he r son, the mothe r a l so st ressed the 
i mpo rtance o f  incl uding the daughte r and he r fami l y i n  
activities. She and he r daughte r reg u l a r ly schedu l e  
outings togethe r. 
The son and daughte r a re repo rted to have a c lose 
re l ationship. Du ring ado l escence, she wou l d  i nc l ude he r 
b rothe r i n  act i vities with he r f riends. She sti l l lives i n  
the same community and maintains c l ose t i es to he r b rothe r. 
As ind i vidua l s, the fami l y  membe rs mai ntain 
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relati onsh i ps w i th others. The mother i s  not employed 
outs i d e  the home but i s  i nvolved i n  communi ty act i v i ti es. 
S he has fr i ends i n  the ne i ghborhood w i th whom she exerc i ses 
and v i s i ts d ur i ng the d ay. The son has an out-goi ng 
personali ty and forms pos i t i ve relati onshi ps w i th others. 
However, h i s  fri end shi ps are l i m i ted to the acti v i ty center 
wh i ch he attend s. He i s  i ntegrated well i nto his 
nei ghborhood a nd church. Some nei ghbors have learned some 
basic si gns i n  an attempt to communi cate w i th him. 
Communi c a t i on 
One problem faced by the fami ly i s  the son's inab i l i ty 
to commun i ca te. Both parents s i gn and can communi cate w i th 
the son. Due to h i s  cereba l  palsy, his s i gn i ng i s  not 
eas i ly und erstand able. The d ual s i tuation of d eafness and 
a mob i l i ty i mpai rment has caused problems i n  communication 
w i th i n  the f a m i ly. The mother g i ves the ex a mple of always 
havi ng to d rop what she i s  d o i ng and phyi cally move to 
a nother room i f  her son needs somethi ng from her. The son 
appears to be creati ve i n  h i s  effort to communi cate with 
others. He w i ll poi nt, gesture or retri eve a p i cture to 
d emonstrate the meani ng he i s  tryi ng to convey. 
The respons i b i l i ty i n  communicating w i th external 
systems i s  shared by the parents. When the i ssue i s  
connected to the son, the mother i s  the one to become 
i nvolved s i nce she i s  the b i ologi cal parent. Due to her 
son ' s  level of d isab i l i ty, she i s  frequently placed i n  a 
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decision-maki ng role. She cited a recent situation where a 
physici an believed that her son needed to undergo a serious 
surgical procedure. She stated that one of the most 
stressful parts of her role as a parent is decision-making 
and communicating for her adult son. 
Family Change 
The family has changed as a result of changed 
membersh i p  in the household. The mother described how the 
death of her husband precip i tated a number of problems for 
the fam i ly. She took a full-time job for economi c  reasons, 
which caused problems i n  finding care for her son. After 
the daughter left for college, the mother re-marri ed which 
has worked out well for the family. 
The mother descri bed the developmental changes in her 
parenti ng role. She credits her second husband with 
helping her appreci ate her son as a functioning adult. Her 
attitude has evolved from feeli ngs of self-p ity and guilt 
to acceptance and beli ef in her son's worth as an 
indivi dual. She stated that her son's disability was part 
of a master plan and not a mistake for wh i ch she is being 
puni shed . 
The mother spent considerable time d i scussing plans 
for residential care of her son. She explai ned that a 
reason for building the ir current house was to provi de h i m  
a secure environment for his future where he can function 
as i ndependently as possible. She fears that his severe 
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physical disabili ties will restrict his group home options, 
Summary 
The family in Henrico County li ves in a barri er- free 
home to accomodate the phys i cal disa b i lites o f  their son. 
He uses a wheelchair, has cerebal palsy, is dea f, and has 
asthma, The other members o f  the household are his 
biological mother and step- father. The son is described as 
having a pleasant personality but interaction with others 
i s  li mited by h i s  multiple disab i lities, He currently 
attends a day activity program for i ndiv i duals with cerebal 
palsy, 
Petersburg D i stri ct 
The family from this area was black and lived in the 
Ci ty o f  Petersburg, Three members lived in the household, 
the parents i n  their early 60 s ,  and a son who i s  38 years 
old, The son is mentally retarded, has a seizure disorder 
and li mited motor sk ills, 
o f  an illness in i n fancy , 
His disabilities were a result 
Although the fami ly is in one 
household, the mother and son live in  the upstairs floors 
and the father lives in the basement, 
alcoholic and does not currently work, 
He is reported to be 
The mother is 
employed part-ti me at a laundry serv i ce ,  The son was 
enrolled i n  a day activity program sponsored by the CSB  but 
was not attending the program because o f  a recent surgery, 
There are four other chi ldren in the fam ily, Only one 
lives i n  the area, The mother and son parti c i pated in the 
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interv i ew .  F i gure 9 i s  an eco-map of th i s  fami ly. 
I nsert F i gure 9 here 
Fami ly Act i v i t i es 
The mother reported that the fami ly does not 
part i c i pate i n  any act i v i t i es together. The mother and son 
have very l i m i ted interact i on with the father. The mother 
also stated that her husband has a diffi cult time accepti ng 
h i s  son ' s  d i sab i l i ty and has di stanced hi mself from the 
son. Although they l i ve at the same address, the 
i mpress i on i s  that the hou s ehold contai ns two d ifferent 
resi dences. 
The mother and son do engage i n  some act i v i t i es 
together. They have weekly outi ngs, such as shopp i ng, and 
occassi onally v i s i t  one of the other chi ldren. Their 
fi nanc i al s i tuati on l i m i ts the type of act i v i t i es they can 
undertake. Their usual past-time, both together and 
separately, i s  watch i ng telev i s i on. 
The mother states that she has few fr i ends. During 
the i ntervi ew, she became tearful when she descri bed her 
lack of a peer group. When she becomes very lonely, she 
will speak w i th her mini ster. 
i s  not attendi ng a day program. 
The son has no fri ends and 
Although he gets along 
well w i th h i s  other s i bli ngs, they do not mai nta i n  regular 
contact w i th h i m. 
Figure 9. Eco-Map of Family in Petersburg District 
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C o m m u n i c a t i o n 
T h e  m o t h e r  a s s u m e s t h e  r e s p o n s i b i l i t y  f o r  
c o m mu n i c a t i o n  b e t w e e n  f a m i l y  m e m b e r s . S h e  r e l a y s  a n y  
m e s s a g e s b e t w e e n  t h e  f a t h e r  a n d  s o n , a n d  b e t w e e n  t h e  s o n  
a n d  h i s  s i b l i n g s . S h e  p l a n s  a l l  t h e t r i p s t o  v i s i t  
r e l a t i v e s w i t h o u t  i n p u t  f r o m  h e r  s o n . S h e  d e s c r i b e d  a 
r e c e n t  s i t u a t i o n  i n v o l v i n g i n f o r m a t i o n  a b o u t  t h e  s o n ' s  
f u t u r e r e s i d e n t i a l  p l a n s . T h e  f o u r c h i l d r e n  o u t s i d e  t h e  
h o u s e h o l d c o n f e r r e d  a n d d e c i d e d w h e r e  t h e i r  b r o t h e r  w i l l  
l i v e i n  t h e f u t u r e . 
h e r o f  t h e d e c i s i o n .  
T h e y  c a l l e d  t h e i r m o t h e r  a n d  i n f o r m e d  
T h e  s o n  w i t h  t h e  d i s a b i l i t y w a s 
n e i t h e r  a m e m b e r  o f  t h i s  c o n f e r e n c e  n o r i n f o r m e d  a b o u t  t h e  
o u t c o m e . 
B e s i d e s  h a v i n g  r e s p o n s i b i l i t y f o r  r e l a y i n g m e s s a g e s 
w i t h i n  t h e f a m i l y , t h e  m o t h e r i s  t h e  s p o k e s p e r s o n  w i t h  
e x t e r n a l  s y s t e m s . S h e d e s c r i b e d  t h e  p r o c e s s  o f  d e c i d i n g 
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w h e t h e r  h e r s o n  s h o u l d  h a v e  t h e  m o s t  r e c e n t  o p e r a t i o n .  T h e  
s o n  i s  v e r b a l  b u t  h i s  s p e e c h  i s  i m p a i r e d  a n d  d i f f i c u l t  t o  
u n d e r s t a n d . D u r i n g t h e  c o u r s e  o f  t h e  i n t e r v i e w  w i t h  t h e  
f a m i l y ,  t h e  m o t h e r  w o u l d  r e - s t a t e s o m e  o f  h i s  r e m a r k s  w h i c h  
we re i n c o m p r e h e n s i b l e . 
F a m i ly C h a nge 
T h e  m o t h e r  e x p r e s s e d  u n c e r t a i n t y  a b o u t  h o w  t o  d e a l  
w i t h  s o me d i f f e r e n t  b e h a v i o r s w h i c h  h e r  s o n  i s  b e g i n n i n g t o  
d e m o n s t r a t e . O n  o c c a s s i o n , t h e  s o n  c h o o s e s  t o  d r e s s  i n  
c l o t h e s  o t h e r t h a n  t h o s e  w h i c h  h i s  m o t h e r  s e l e c t e d  f o r  h i m .  
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She was concerned about hav i ng him seen in clothes that 
w e r e  not coordi nated. She has consulted the fami ly 
phys i c i an who advi sed her to allow her son some additi onal 
i ndependence in dressi ng, even if  the clothes were not to 
her standards. Her son has also stopped attendi ng church 
w i th her. Although he i s  able to stay home alone, she i s  
concerned about h i m  becom i ng i solated from others. 
The mother and son evi dence a degree of a mutually 
benef i c i al relat i onsh ip. The son performs vari ous 
household tasks whi ch helps the mother because she suffers 
from vari ous health ai lments. The mother also expressed 
her desi re to have the son rema i n  i n  the home, stati ng that 
she does not know what she would do if  he was not there. 
Whi le thi s  relati onship is currently benefi c i al, her 
remarks may i ndi cate resistance to changi ng the household 
s i tuati on, even if  the need became criti cal. 
Summary 
The fami ly i n  Petersburg has three members, although 
the father occupi es a different part of the house than the 
mother and son. The son's i mpai rments are a result of an 
i llness duri ng i nfancy. The mother works part-ti me and 
suffers from vari ous health i mpai rments. Fi nances are an 
i ssue i n  thi s  fami ly and have an effect on the number and 
type of act i v i t i es they perform. The son i s  currently not 
attendi ng h i s  day program due to recent surgery. The 
mother expressed loneli ness and limited i nteracti on w i th 
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peers. She also descri bed her son as i solated from others. 
There are four other s i bli ngs i n  the fami ly, and they have 
plan ned that the i r  brother will live with one of them i n  
the future. 
City of R i chmond 
The fam i ly from Richmond are whi te and live i n  the 
souths i de of the city. The i r  house i s  located on a major 
traff i c  route, and the street is heavi ly travelled. Three 
people l i ve i n  the household, the parents who are i n  their 
late 40s, and a daughter who is 22. The parents were born 
i n  Central Afr i ca and came to th i s  country i n  the 1960s. 
The daughter was born i n  Ri chmo nd. She graduated from a 
segregated speci al educati o n  school setti ng, and was placed 
i n  a job through a supported employment program for 
i ndividuals wi th severe or profound mental retardation. 
She also has a sei zure di sorder whi ch is under control, a 
vi sual i mpai rment, and m i ld cerebal palsy. There are no 
other chi ldren i n  the fami ly. 
employment outsi de the home. 
part i c ipated i n  the i ntervi ew. 
this fami ly. 
Both parents have full-time 
Both parents and the daughter 
F i gure 10 i s  an eco-map of 
Insert F i gure 10 here 
Fam i ly Act i v i t i es 
The fami ly mai ntai ns a h i gh level of act ivity, i n  
Figure 1 0. Eco-Map of Family in Richmond 
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wh i ch they pa rti c i pate togethe r  and i nd i v i dually. As a 
fami ly uni t, they have gone on a c ru i se, and a re planning 
on attend i ng a fami ly reuni on i n  Great B r itain th i s  summe r. 
They belong to va r i ous communi ty c lubs and o rgani zati ons. 
The th ree belong to a clown club and pa rti c i pate in  pa rades 
and other spec i al events . They repo rt othe r outi ngs 
together,  i ncludi ng d i ni ng out o r  goi ng to movi es. Si nce 
they have no other fami ly in the United States, they have 
bec ome pa rt of an i nte rnat i onal f r i endsh i p  netwo rk and they 
celeb rate holi days and cultu ral events with th i s  group of 
people. The daughte r  seems well i ntegrated into fami ly 
events, and sha res i n  pa rt of the dec i s i on-maki ng process. 
As a couple, the pa rents are i nvolved i n  a number of 
act i v i t i es. Two o r  th ree ti mes pe r yea r, they plan a small 
vacat i on togethe r. Fo r example, du r i ng the t r i p  to G reat 
B r i ta i n, they are planni ng a week vacat i on wh i le thei r 
daughte r stays with relat i ves. They also repo rt hav i ng 
eveni ngs out togethe r  on a regula r basi s. The pa rents we r e  
sat i sf i ed w i th the amount of t i me they spend togethe r. 
The daughter i s  i nvolved i n  act i v i t i es w i th both 
pa rents. She and her mothe r  spend time togethe r i n  the 
home, suc h  as c leani ng and cook i ng. They jo i n  communi ty 
g roups together,  suc h  as a woman's aux i lary. The fathe r 
and daughte r also spend t i me togethe r  on a weekly basi s. 
One n i ght pe r week, he assumes responsi b i l i ty fo r car i ng 
fo r the daughte r,  so the mothe r  has f ree time. Fathe r  and 
daughter engage in vari ous act i v i t i es, such as eat ing out, 
attendi ng concerts, or cultural events. The daughter 
expressed exc i tement at spend i ng time with her father. 
The parents maintain t i es to the commun i ty on an 
i nd i v i dua l level. 
bowl i ng league. 
The mother i s  a member of a weekly 
She also has a full-ti me j ob, whi ch has 
held for a number of years. Even when the daughter was 
young, the mother conti nued i n  her job on a part-ti me 
basi s. The father is an athlet i c  coach for a loca l 
uni versi ty and attends parcti ces and games weekly during 
the season. He i s  also a member of a fraternal 
organ i zati on. 
The <l augher mai ntains connect i ons to others 
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i ndependent of her parents. She reports getti ng along well 
w i th co-workers at her j ob and i s  not currently bei ng 
assi sted by a job coach. She takes speci al transportati on 
to and from the work site ,  and i s  respons i ble for 
purchasi ng her own ti ckets. She also reports that she has 
a boyfri end whom she met at school. Whi le they do not see 
each other much, they mai nta i n  telephone contact on a 
regular bas i s. She i s  unable to stay at home alone, and 
after her w o r k  shi ft she i s  dropped off at a nei ghbor's 
home. She also stays with thi s  woman when the parents go 
away, and reports that these outi ngs are her vacation too. 
She i s  eager to stay with her aunt i n  Great Br i ta i n  when 
her parents take their tri p  to Europe. 
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Communi cation 
The fami ly mai nta ins di rect verbal i nteraction between 
the members and each person i s  respons i ble for ma intaining 
his or her own communicat i on. Duri ng the i ntervi ew, the 
daughter was an acti ve part i c i pant i n  descr i b i ng the family 
li fe. The parents d i d  li ttle interpretati on for her, 
al though her speech was unclear at times. The parents 
would di rect questi ons to her, ask ing about her thoughts 
and percepti ons. For example, the daughter had 
mi sunderstood the purpose of the i nterv i ew and had thought 
we would be d i scuss ing group homes. The parents clarified 
the purpose, but asked her how she felt about l i v i ng i n  a 
group home one day. From thi s  example, i t  appeared that 
subjects were di scussed openly between the fam i ly members 
and i nput from from everyone was valued i n  decisi on-maki ng. 
All three fami ly members take responsi b i l i ty for 
communi cati ng w i th non-fami ly systems. Both parents 
descri bed the i r  i nvolvement w i th their daughter's programs . 
For example, the father di scussed h i s  di sagreement with the 
CSB over budgetary dec i s i ons and his part i n  attempti ng to 
change fundi ng prior i ties. The mother descri bed her 
i nvo lvement w i th the school counselors in planni ng for the 
daughter's supported employment program. 
The daughter has been part of vari ous community 
systems. She was a partici pant i n  a nat i onal conference on 
supported employment where she descri bed the program from a 
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consumer's perspect i ve. She also i n i t i ates contact with 
others , such as telephoni ng fri ends from work or school. 
She appears to be act i ve i n  her involvement with non- fami ly 
relati onshi ps. 
Fam i ly Change 
The family i n  R i chmond has been very act i ve in  
promoti ng change w i thin t he family uni t. They include 
their daughter i n  the dec i s i on-m aking process i n  matters 
whi ch i nvolve her functi oni ng. For example , she had i nput 
i nto whether she wanted t o  become part o f  a supported 
employment program. Duri ng the intervi ew, she was 
recepti ve to the poss i b i l i ty of movi ng i nto a group home in 
the future. Shared dec i s i on-m aking appears to be the 
method used by the fam i ly when contemplating changes. 
The fam i ly also seems have a structured schedule whi ch 
allows the family time together and ind i v i dually. Their 
schedules rota te so all dyads in  the system have time to 
spend together. These times are planned so i nd i v i duals 
know when they w i ll spend t i me together. Thi s  s i tuation i s  
true for both the parents as a couple and the parent-child 
relationshi ps. 
Summary 
The family i n  R i chmond has three members i n  the 
household. The parents are from South A fr i ca and came to 
thi s  country i n  the 1960s. Their one daughter has a v i sual 
i mpa i rment, cerebal palsy and a sei zure di sorder. The 
acti ve in  thei r commun i ty,  an d have acti ve sched ules  both 
a s  a fami l y  an d i n d i v i d ual s .  A ll membe r s  o f  the fami l y  
commun i cate d i rectly w i th each othe r .  The pa rents asked 
thei r d aug hte r f o r  input an d a re i nte rested i n  her 
pe rcept i on s  o f  s i tuat i on s .  Th i s  fami l y  d oes  n ot have 
re l at i ves i n  th i s  coun t r y  but a re mem be r s  o f  a s uppo rt 
netwo rk o f  othe r s  f r om d i f f e rent cul tu ral backg r o und s .  
Themes Acr o s s  Fam i l i e s  
T h e  f i ve fam i l i e s  a l l had an ad u l t  menta lly reta r d ed 
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ch i ld res i d i n g  with them . The functi ona l statu s o f  the s on 
o r  d aug hte r va r i ed f r om m i l d  to seve re i mpa i r ment .  S ome o f  
the f am i l i e s  had an ad u l t  ch ild w i th phy s i ca l l i mitat i on s  
i n  ad d i t i on to mental reta r d ati on. 
Alth o ugh  d i f ferences we re appa rent ac r o s s  the 
f am i l i es , s i mi l a r  themes eme reged f r o m  the i nte r v i ew s . 
Th ree we re common to al l the f ami l i es . 
d i scus sed i n  the f o llowing secti on ,  
Unpred ictab i l ity 
The se themes are 
All f i ve fam i l i es spoke about the unp red i ctab i l i ty in  
thei r l ives a s  a con sequence o f  ca reg i v i n g  f or the i r ad ult 
ch i l d , One d imen s i on ad d res sed included facto r s  as s ociated 
w i th the ch ild , s uch as d i s rupt i ve behavi o r s .  A second 
d i men s i on i n cluded env i r onmental facto r s, s uch a s  s h i f t s  in 
fun d i n g  p r i o r i ties . Both d i men s i on s  we re d e s c r i bed a s  
f rust rat i n g  f o r  the family s y stem . 
Two f am i l i e s  d e sc r i bed the unp red i ctab l e  behavi o r  o f  
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their ch i ldren , The Chesterfi eld fami ly, with autist i c  
twi ns, experi enced di srupti ve behavi or from thei r  sons both 
i ns i de and outsi de the i r  household. The sons would tantrum 
and knock i n  walls, set f i res, tear apart the i r  bedroom. 
They would also wander onto the property of others, 
i nclud i ng roami ng through nei ghbors' homes. The fami ly i n  
Hanover also had to deal w i th di srupti ve behavi ors i n  the i r  
youngest son, who would tantrum , He would also wander i nto 
nei ghbors' yards. Both fam i l i es descri bed their personal 
fears resulti ng from the i r  ch i ldren's di srupti ve behavi ors , 
Factors i n  the envi ronment can be unpredi ctable for 
these fam i l i es ,  The Henri co fami ly experi enced problems i n  
f i nd i ng barri er-free fac i li t i es for the i r  son who uses a 
wheelchai r ,  Thi s  fami ly also d i scussed the lack of 
resi dent i al opti ons for a physi cally di sabled adult , The 
fami ly i n  Petersburg was uncerta i n  about the son's return 
to the day act i v i ty program, s i nce h i s  recent surgery , The 
R i chmond fami ly also d i scussed the uncertai nty they had 
pri or to thei r  daughter's graduati on from school , They di d 
not know whether she would be employable , Thi s  fear was 
rei nforced after she lost her fi rst j ob placement due to 
staffi ng changes i n  her place of employment , 
The parents of an adult mentally retarded chi ld face 
unpred i ctab i l i ty i n  thei r  l i ves due to caregi vi ng 
respons i b i l i t i es ,  Th i s  s i tuati on i s  assoc i ated both with 
characteri st i cs of the chi ld and envi ronmental factors , 
. -
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Parents express frustrat i on and fear o f  the future not 
know i ng what they can expect for thei r  chi ld. They also 
express fear for themselves as ag i ng i nd i v i duals and thei r 
ab i l i ty to plan for the future i s  af fected. As one parent 
stated, she and her husband resi st thi nk i ng about 
reti rement because i t  i s  i mpossi ble to make plans. Another 
parent stated that regardless the employment or resi dential 
arrangements for her son, she i s  his  parent and will have 
the f i nal respons i b i l i ty for his  well-bei ng. 
Vulnerabi l i ty to Changes 
The second theme whi ch emerged across fam i l i es was the 
vulnerabi l i ty o f  the fam i ly system to changes i n  
relati onshi ps. These could be w i th i n  the household unit, 
such as changes i n  fam i ly composi t i on, or external changes, 
such as serv i ce provi ders. Both types o f  relati onsh i p  
changes can mean a loss o f  support for the fam i ly. 
Three fam i l i es descri bed how changes i n  household 
membershi p  a f fected functi on i ng of the system. Fam i l i es i n  
Chester f i eld and Hanover descri bed the degree to wh i ch they 
depended on a non-di sabled s i bl i ng to prov i de substi tute 
care fo r the adu l t  chi ld w i th mental retardat i on .  When the 
s i bl i ng le ft the household, the fam i l i es had di f fi culty 
f i nd i ng or af fordi ng subst i tute care. The Henri co fam i ly 
experi enced the death of  a parent, whi ch had an extreme 
i mpact upon the fam i ly system. The mother descri bed th i s  
ti me as the "ni ghtmari sh ti me o f  her l i fe. " Econom i c  
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losses forced her i nto the labor force wh i ch created a gap 
i n  care for her son. 
Wh i le these situat i ons i nvolved the loss of a fami ly 
member, the change can also be due to an additi onal member. 
Two fam i l i es descri bed the burden of addit i onal caregivi ng. 
The Henri co fami ly had occass i onal careg i v i ng 
respons i b i li ty for an 80 year old fami ly member , The 
Hanover fami ly had their oldest mentally retarded son move 
back i nto the household for a time when a resi denti al 
placement ended, In both s i tuati ons, an add i t i on to the 
household created extra caregi v i ng responsi bi li ty for the 
fami ly. 
Three parents d i scussed changes i n  relati onshi ps 
external to the household and the i mpact u pon fami ly 
funct i on i ng ,  The fam i l i es i n  Petersburg , Hanover, and 
Henri co all reported problems i n  f i nd i ng phys i c i ans who 
were knowledgeable about the i r  child's d i sab i l i ti es ,  They 
reported that they resi sted changi ng phys i c i ans, even if 
they had to travel to communi t i es where they had lived 
previously to conti nue care w i th a health care provi der who 
understood the speci al needs of the i r  son or daughter , The 
fam i ly i n  Ri chmond experi enced changes i n  the i r  daughter's 
employment s ituat i on due to changes in management i n  her 
workplace . The new managers were not i nvested i n  supported 
employment wh i ch left the daughter out of a job , 
Fam i l i es w i th a mentally retarded member are 
vulnerable to relati onsh i p  changes. Internal changes i n  
the household can mean a loss of support i n  caregi v i ng or 
an add i t i onal careg i v i ng responsi b i li ty ,  Changes i n  
relati onsh i ps w i th non-fami ly members also have an i mpact 
on fam i ly functi oning. Changes i n  other systems, such as 
health care or employment, can have a dramat i c  affect on 
how the fam i ly i s  able to functi on ,  
Role Confli ct 
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A th i rd theme whi ch emerged from these i nterv i ews was 
the confli ct performi ng multi ple roles , The parents all 
i dent i f i ed problems w i th employment and caregi v i ng 
respons i b i l i ti es ,  The reasons for employment vari ed 
between the parents w i th one group reporti ng i ntri ns i c  
moti vati on whi le others reported economi c  needs , I n  both 
s i tuati ons, however, the parents di scussed the problems i n  
si multaneously enacti ng the roles of worker and parent , 
Parents i n  two fami l i es descri bed a mot i vati on to work 
based upon personal des i re ,  At the time of the i ntervi ew, 
the mother i n  Hanover was complet i ng a bachelor's degree, 
Her dec i s i on to pursue a degree to was based on a desi re to 
make connecti ons w i th other adults, She was a part-t i me 
student for many years and had to qui t  a uni vers i ty program 
at one po i nt when her son was havi ng diff i cult i es i n  h i s  
own school system, Whi le thi s  parent was exci ted about 
start i ng her career, she also expressed concern i n  f i nding 
a job whi ch would permi t  scheduli ng flex i b i l i ty to 
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accomodate parenta l demands. The mother i n  Ri chmond 
descri bed her empl oyment hi story as a parent of a menta l ly 
retarded adu l t. When her daughter was a chi l d, she was 
forced to take part-t i me emp l oyment i n  her work setti ng. 
The job change al lowed her to spend time at home but also 
kept her from having to abandon her pos i t i on at work 
The other three parents reported economi c  necessi t i es 
for emp l oyment. The mother i n  Petersburg descri bed her 
phys i ca l l y  demandi ng job, yet the fam i l y  cont i nued to 
experi ence peri ods when they had no money. She expressed 
regret that she had to cont i nue to work and l eave her son 
at home a l one duri ng the day. The mother i n  Henri co was 
forced to work after her husband d i ed. She descri bed thi s  
time as "ni ghtmari sh" since she had d i ff i cu l ty finding care 
for her son. The father i n  Chesterfi e l d  descri bed a 
s i tuati on where he decl i ned a job promoti on because he di d 
not want to move h i s  sons to a new communi ty. 
The parents in thi s study descri bed conf l i cts between 
work and fami l y  ro l es. Moti vati on for work var i ed between 
personal desi re and economi c  necessi ty. However, al l f i ve 
parents descri bed conf l i ct between ba lanc i ng careg i vi ng 
demands w i th emp l oyment respons i b i l i ti es. 
I n  summary, the five fam i l i es who part i c i pated in the 
i ntervi ews a l l l i ved i n  househo l ds wh i ch i nc l uded an adu l t  
w i th menta l retardati on. Although the funct i ona l status of 
the adu l t  menta l l y  retarded chi l d  vari ed, common themes 
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e m e rge d across the f i ve i nterviews. All famili es di scussed 
the unpredi ctab i l i ty, vulnerab i l i ty, and role overload i n  
caregi v i ng for the son or daughter. 
The next chapter di scusses the i mpl i cati ons and 
recommendat i ons f rom the survey and i ntervi ew data. 
CHAPTE R 6 
I nterpretati ons, L i m i tati ons, and Recom mendati ons for 
Additi onal Research about Parents with an Adult Mentally 
Retarded Chi ld 
Thi s  study has compared stress and soc ial support of 
parents prov i d i ng caregiving for an adult mentally retarded 
chi ld w i th parents i n  two di fferent caregiving roles. The 
framework of the study comb i ned role theory , and social 
support l iterature based upon soci al exchange and 
ecologi cal theory. The li terature revi ew i ncluded stress 
and soci al support vari ables from the two other amb i guous 
caregi v i ng roles : cari ng for an i mpaired elder, and caring 
for a hand i capped child. The results of th i s  study are 
discussed i n  the context of the theoreti cal, emp i r i cal and 
practi ce li terature on the caregiving role. 
Revi ew of the Research 
A role i s  defi ned as i dent i t i es whi ch i nclude a set of 
expectati ons that gui de the behaviors performed by an actor 
( B i ddle, 197 9; Bi ddle & Thomas, 196 6) .  Roles that contai n  
behavi ors where there i s  a low degree of consensus are 
class i f i ed as amb iguous ( B i ddle, 197 9) . Ambi guous roles 
create stress for an actor si nce there i s  l i ttle gui dance 
to determ i ne the behavi ors the actor should perform to 
208 
sat isfact orily complet e the i r  role (Perlman, 1 968 ;  
Ursprung, 198 6) .  
The soci al support lit erature was revi ewed t o  gain 
underst and i ng about t he transact i ons between an actor and 
ot her syst ems in the env i ronment . Soci al support i s  based 
on the concept s of social exchange theory. I n  social 
exchange t heory, interact i ons between act ors are predicted 
to ex ist if the exchange max i m i zes profits and minimizes 
cost s ( Blau, 1964; Dowd, 1975, 198 0 ; Homans, 196 1) .  The 
exchanges wh ich enhance well-bei ng for an act or are 
class i f i ed as soc ial support ( Cook, 198 7 ;  Schi lling et 
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al. , 198 4 ;  Si mons & West , 198 4 -85) .  Environmental vari ables 
can enhance or i nhi bit the exchanges between actors and 
other syst ems ( Beckett & Coley, 198 7 ;  Capl i n, 197 4) .  
The literature suggest s t hat care of an adult mentally 
ret arded child is an ambi guous caregiving role. This role 
combines t he situat i on of cari ng for an adult and a person 
with mental retardat i on. However, this group of parents i s  
vi rtually i gnored w i t h i n  t he l i terature (Jenni ngs , 1987) .  
Current ly, the stress experi enced by these caregi vers and 
t he supports they employ t o  perform their caregi v i ng 
behavi ors are unexplored areas. 
I nterpretat i on of Fi ndings i n  t he Study 
Compari sons were made between parent s who care for an 
adult ment ally retarded chi ld and t wo other groups of 
parents. The hypotheses predi cted that the act i ve 
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c areg ivers would report hi gher l evels o f  s t ress and smal ler 
soc i al support ne tworks than the c areg ivers i n  o ther roles , 
Part i al support was found for the ma j or hypo theses of  
s t ress and  soc i al suppor t ,  S i g ni f i c a n t  d i f ferences between 
the groups on the chara c t eri s t i c  vari a bles and the 
hypo theses are summari z ed i n  T a ble 1 6 ,  
I nsert T a ble 16 here 
To i ncrease knowled ge build i ng a bout c areg iving , the 
f i nd i ngs from this stud y are presen ted in the con tex t of  
the c areg i v i ng li tera t ure , 
Paren t al S tress 
The s tress hypo theses pred i c ted tha t d i f ferenc es would 
be found b e t ween the three groups o f  paren ts on s tress 
var i a bles. S tress i nclud ed heal th , free t ime , and li f e  
even t vari a bles , The sub -hypo theses pred i c ted tha t a c t i ve 
c areg i vers would repor t the hi ghest d egrees o f  s tress on 
all three d i mensi ons when compared to  the other groups , 
Non- c areg i vers were pred i c t ed t o  report the lowes t d egrees 
o f  stress on the d imensi ons , Three s t a t i s t i c ally 
s i gni f i c an t  d i f ferences were f ound bet ween c areg iver 
groups , D i f ferences were on the Depressed Mood I ndex , 
Physi c al S ymp tom Index , and the hours of  free t i me , The 
s tress vari a bles are d i scussed i n  the followi ng sec t i ons , 
2 1 1  
Table 1 6: 
Summary of Statistically Significant Differences Between Groups 
Caregiver Groups 
Statistically 
Variable � � N.Qn Si�nlfl!:;ant Differen!:;es 
Age (Yrs. )  M=56.7 M=58. l M=63.7 (Active & Past) & Non 
Cbara!::teristi!:: Variables 
Current Employment 
In Labor Force 48.9% 58.2% 25 .5% 
Not in Labor Force 26.6 20.0 49. 1  
Homemaker 24.5 2 1 .8 25. 1 
Religious Affiliation 
Baptist 54.2% 44.9% 58.9% 
Methodist 18 . 1 12 . 1 17.9 
Catholic 7.2 22.4 2 1 .4 
Other Protestant 20.5 20.4 1 .8  
Years in Home M= l6.9 M=l3 .7  M=20.9 Past & Non 
Stress VariaQles 
Health Symptoms M=2.9 M=2 .o M= l .9 Active& Non 
Depressed Mood M= l .8 M= l . 8  M= l .0 (Active & Past) & Non 
Free Time Hours M= l7 .2  M=20.5  M=26. l Active & Non 
S�ial Su1,212QJ::t Variables 
Age Cohort Supports 
Sub-networks 
Money / Finances M=.26 M=.23 M=.58 (Active & Past) & Non 
Formal Role Supports 
Sub-networks 
Home / Family M=.47 M=.53 M= l .36 Active & Non 
Health M=.35 M=.49 M= l .97 (Active & Past) & Non 
Personal/ Social M=.48 M=.35 M=2.20 (Active & Past) & Non 
Money / Finances M=.40 M=.33 M=2. 1 5  (Active & Past) & Non 
Reciprocity Ratio 
Sub-networks 
Home/ Family M=72.25 M=68.46 M= l 24.08 (Active & Past) & Non 
Personal/ Social M=77.40 M=56.0 l M= l 24.22 (Active & Past) & Non 
Money / Finances M=76.7 1  M=65.34 M= lOl .82 Past & Non 
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Health Va r iables 
T w o  d i ffe rences on health va r i ables we re fou nd betwee n 
the th ree ca reg i ve r  groups. One d i ffe rence between the 
th ree groups was the numbe r of health symptoms on the 
Physical Symptoms I ndex. Act i ve ca reg i ve rs repo rted a 
g reate r numbe r M = 2. 9 )  than the non -ca regive rs M = 1. 9 ) .  
Th i s  d i f fe r ence i s  i nte resti ng si nce the non -caregive r 
g roup was s i gn i f i cantly olde r than the othe r g roups. 
Although age may i nc rease phys i cal symptoms, th i s  va riable 
does not explai n the va riance between the g roups. 
Othe r stud i es on health status have repo rted that the 
numbe r of health ailments i n  ca reg i vers inc reases with the 
length of ca regiving (Canto r, 1 9 8 3 ;  Johnson & Catalano, 
1 9 8 3 ) .  Although the present study was c ross-secti onal, the 
d i st r i bution of health symptom sco res ac ross the th ree 
g roups suggests that the pa rents who a re cu r rently enacti ng 
ca regiv i ng roles have the greatest numbe r of health 
symptoms. 
The data f rom this study we re compa red to two othe r 
studies wh i ch have used the Physi cal Symptom I ndex. The 
act i ve ca regive rs repo rted about half the numbe r of 
symptoms expe r i e n ced by a g roup of dep ressed patients. 
This group repo rted an ave rage of 5 - 6 of these symptoms 
( B i ll i ngs & Moos, 1 9 8 4a) .  Howeve r, active ca reg i ve rs 
repo rted a g r eate r numbe r of symptoms than the 
non-dep ressed controls M = 2 ) .  Active ca regive rs also 
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reported a greater number of symptoms than a commun ity 
sample ( M = 1. 7  for men and � =2. 3 for women) (Billings & 
Moos, 1982) . The past and non-caregi vers M =2. 0 and 
= 1. 9  respecti vely) groups compare favorably w i th the 
communi ty and control groups. 
M 
An exami nati on of the act i v i t i es of dai ly l i v i ng 
(ADLs) of the mentally retarded sons and daughters reveal 
some level of i ndependence in funct i on i ng. Both acti ve and 
past caregi vers reported the i r  adult ch i ldren could perform 
f i ve out of e i ght A D Ls i ndependently. S i nce the mentally 
retarded adults do not represent a h i ghly i mpai red group, 
strenuous tasks of caregi v i ng, such as transferri ng or 
lifti ng, do not appear to be part of the physi cal demands 
of the adult ch i ld's care. Therefore, the physi cal demands 
of caregi v i ng do not explai n  the h igher number of physi cal 
symptoms i n  the acti ve caregi ver group. 
A poss i ble explanati on i s  the i nteracti on of 
employment and careg i v i ng roles held by act i ve caregivers. 
Significantly more of the non-caregi vers were out of the 
workforce ; however, the past caregi vers were employed. 
The d ifference between the acti ve and past caregi vers did 
not reach stati sti cal s i gn i f i cance. However, the number of 
symptoms reported by past caregi vers ( M =2. 0) was similar 
to non-caregi vers. 
The overload between caregi v i ng and employment roles 
i s  supported by fami ly i ntervi ew data. All the parents 
( 
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descri bed d i ffi culty in juggl ing demands from w o r k  and 
home. Other stud ies on adu lt caregi v i ng report the stress 
i nvolved i n  compet i ng ro le demands in these areas ( Brody, 
l 9 8 l ;  Cantor, 198 3 ) .  These dual roles appear to be a 
source of stress for the caregi vers, whi ch may become 
man i fested in physi cal symptoma logy. 
A second di fference was on the Depressed Mood Index. 
Non-caregi vers reported fewer i tems M = l . O ) than ei ther 
the past M = 1. 8) or act i ve caregi vers M = l . 8) .  Other 
stud ies on careg i v i ng have found that careg i vers reported 
worri es, fears, and other menta l hea lth prob lems (Cantor, 
Gold et al. , 198 7 ; Goodman, 1978; Li chtenberg, l 9 8 3 ;  
1988) . However, the find i ng from th i s  study suggests that 
thi s  score i s  not dependent upon whether the parents are 
act i vely perform i ng in a caregi v i ng role. The scores 
between the acti ve and past caregi vers did not d iffer. 
From a role theory perspect i ve, the amb i guous quali ty of 
th i s  caregi v i ng ro le appears to be emot i onally stressful 
even after the menta l ly retarded chi ld has left the home. 
Whi le d ifferences between the groups reached 
s i gn i f i cance in th i s  samp le, a comparison to another study 
that has used th i s  i nstrument suggest that none of the 
In a three groups scored higher than a community samp le. 
commun i ty sample i n  San Franci sco, women reported an 
average of 2. 3 of these i tems and the average for men was 
1. 6 items ( Cronk i te & Moos, 1984) .  Scores of the acti ve 
( 
and past caregi vers appear s i m i l i ar to th i s  samp le. 
A questi on regardi ng the communi ty study i s the 
externa l va l i dity. San Franci sco i s  one of the most 
dense l y  popu lated urban areas of the nat i on , and the 
l andscape i s  geograph i cal l y  unstab le. Fears , nervousness , 
and worri es about the future may be a natural reacti on to 
th i s  envi ronment wh i ch wou l d  inf l ate the scores of the 
commun i ty samp l e. The extent to whi ch thi s  samp le i s  
representati ve of other locati ons i s  not known. 
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A poss i b l e  exp l anati on of the d ifferences between the 
groups i n  th i s  study on the depressed mood i tems i s  due to 
the samp l i ng process. Non-caregi vers were se l ected through 
area churches wh i ch suggests they may be a more re l i gious 
group. The effect of re l i g i os i ty on a percepti ons of 
depressi on i s  not known. However , the three groups d i d  
not d iffer on e i ther the i r  perce i ved re l i g i osity or the 
number of re l i gious act i v i t i es attended per week. 
re l i gios i ty i s  a poss i b l e  exp l anatory var i ab l e , the 
measures used i n  thi s  study d i d  not support thi s  
exp lanati on. 
Whi le 
Two heal th variab l es d i d  not d iffer between the three 
groups. A l l three groups reported an average of one hea l th 
cond i t i on on the Heal th D i agnosi s  I ndex. Thi s  f i nding 
d iffered from the Go l d  et a l .  (19 8 7 )  study that reported 
probl emat i c  hea lth condi t i ons i n  caregivers of mental ly 
retarded adul ts. The d ifference in findings may be 
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exp l ained by the difference in definitions of health 
conditions used in the two studies. The variable i n  the 
Gold et al. ( 1987) study was a self report of parents ' 
perceptions of their health. This may be a measure of 
symptoms instead of actual diagnoses. In this study, a 
di agnosis was defined as conditions diagnosed by a 
physician. 
The lack of difference between the three groups is 
interesting for two reasons. First, the number of chronic 
ailments increases with age (Harkins, 198 1; Harrigan & 
Farmer, 1989). However, the non-caregivers who were older 
than the other groups did not report a greater number of 
symptoms. Second, a study using a younger com munity sample 
and a control group of a clinical sample M =39 to 44 
years of age) reported lower incidences (. 28 to . 6 0) of 
these conditions ( Billings et al. , 1983; Mitchell et al. , 
19 8 3;  Mitchell & Moos, 1 98 4) .  Replications of the finding 
in the present study are needed to determine the effects of 
caregiving status with age. A possible explanation of why 
the groups did not differ is the senescence of the older 
non-caregivers. 
The final health variable was the health activities 
performed by the parents. This study found no differences 
between the number of activities reported by the three 
groups of parents. The three groups did not report 
differences in the number of health activities, either 
( 
health p romoti on o r  negati ve health hab its. 
This f i nd i ng does not suppo rt findings of Snyde r and 
Keefe ( 19 87) . Thei r resea rch on ca regive rs of i mpa i red 
elde rly repo rted that ca reg i ve rs dec reased the numbe r of 
health act i v i t i es in whi ch they pa rti cipated as a 
consequence of pe rfo r m i ng ca regiving tasks. The lack of 
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suppo rt fo r the finding i n  the cu r rent study could be 
att r i buted to the age range in the Snyde r and Keefe ( 1987) 
resea rch. The ave rage age of the respondents in thei r 
study was 60 yea rs, howeve r, the mini mum age of the 
ca regivers was 28 yea rs. Thei r study did not cont rol fo r 
age of ca reg i ver.  The extent to whi ch the va r i ance i n  
thei r study i s  due to dive rgent l ifestyles between olde r 
and younge r ca reg i ve rs is not known. 
In sum ma ry , two stati sti cally s i gni f i cant diffe rences 
we re found between the th ree ca regive r  groups on the 
Phys ical Symptom Index and Dep ressed Mood Index . The 
combi nati on of these findi ngs suggests that the physica l  
st ress of pa r enti ng a mentally reta rded adult may be 
m i n i m i zed by a change i n  role status, from acti ve to past 
ca regive r.  Howeve r ,  th i s  change does not necessa r ily 
di m i nish the emoti onal components of ca regiving ,  since 
these two g roups did not diffe r on the Dep ressed Mood 
Index. Although the diffe rence in sco res between the th ree 
g roups on thi s  i ndex could be a result of the sample 
selecti on of non-ca reg i ve rs, the religios i ty measu res of 
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the su rvey do not suppo rt this hypothesis. 
Pe rsonal Time Va riables 
The second dimension of st ress was the amount of 
pe rsonal time available to respondents. I n  the ca regiv i ng 
lite ratu re, the lack of free time fo r pe rsonal issues has 
been identified as st ressful fo r caregive rs ( Cla rk & 
Rakowski, 1983;  Za rit et al. , 198 0 ) .  A statistically 
significant diffe rence was found between the hou rs 
available to active ca regive rs ( M = 17, 2) and 
non-ca regive rs M =26. 15) , The past ca regive r group ( � 
=20 , 54) did not diffe r significantly from the othe r groups. 
While the diffe rence between groups reached 
statistical significance, the finding may pa rtially be 
explained by labo r fo rce pa rticipation, Mo re of the 
non-ca regive rs we re not employed than the othe r g roups. 
The non-ca regive rs may have mo re f ree time because they do 
not have employment schedules. Although the diffe rence 
between the active and past ca regive rs did not reach 
significance, the trend is in the di rection predicted by 
the hypothesis. 
Although the active ca regive rs have fewest hou rs of 
free time, they did not repo rt dissatisfaction w i th the 
amount available to them . I n  othe r caregiving studies, the 
number of free time hou rs has been a predicto r of ca regive r 
st ress. F requently, ca regive rs fo r the impai red elderly 
need to accomodate existing l ifestyle patterns to pe rform 
the caregi ving tasks (Montgomery et al. , 1985) . The 
margi nal act i v i t i es, often those whi ch are ind i v i dual 
act i v i t i es of the careg iver, are the fi rst to be 
relinqu i shed when a careg i v i ng role i s  assumed (Cantor, 
1983) . Caregi vers of the i mpai red elderly may be more 
sens i t i ve to the loss of free time than parents who have 
assumed caregi v i ng for many years. 
Data from the fami ly i ntervi ews support thi s  
explanati on. One mother stated that she wi shed she had 
more t i me to spend with her husband but she i s  accustomed 
to her present schedule. Another mother stated that she 
has been a parent so long, she would not know what to do 
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with add i t i onal time for herself. For caregi vers who have 
performed their role for years, the number of personal 
hours may not be a predi ctor of stress. This vari able may 
be a more val i d  for measuri ng stress when caregi vers are 
just begi nn i ng to perform caregi v i ng tasks. 
L i fe Change Events 
The f i nal stress vari able was the life events 
experi enced by the respondents. Thi s  study found that the 
three groups experi enced about the same number of events. 
However, when the events were classi f i ed i nto outcomes on 
i nd i v i duals, a trend was the act i ve M =. 70) and past M 
=. 67) caregi vers reported fewer events whi ch have positive 
effects than d i d  the non-caregi vers ( M = 1. 4) .  Examples of 
pos i t i ve events are taki ng a vacati on, i ncreasi ng an 
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income, and receiving a job promotion. No difference was 
found between the groups on nega t ive events. 
This finding differs from a study on life change in 
families wi t h  men tally retarded children. In a comparison 
of families wi t h  younger and older men tally retarded 
children, Tausig ( 1 985) found high degrees of life changes 
in bo t h  groups of families. His sample was selected from a 
wa i ting list for residential placemen t of the mentally 
retarded family member. The difference between his 
finding, and this study may be a t t ributed t o  differences in 
the sample selec t ion. The amount of change taking place 
may be a predictor of families needing residential 
placement and not all families with a mentally retarded 
member. The other studies involving life change even ts did 
not ca tegorize events into t he effects for t he caregiver 
(Clark & Rakowski, 1983; 
1 988) . 
Jenkins, 1985; Lichtenberg, 
While no difference was found on the negative events, 
the incidence of positive life events in caregiving 
families has been unexplored. I n  other studies, the 
experience of posi t ive events have been associated with 
decreased depression (Finney et al. , 1982), an increased 
sense of competence, mastery and social support (Mitchell & 
Moos, 1 984) . The absence of posit ive events in families of 
mentally retarded adults may be a result of a number of 
factors. For example, the parents in t he family interviews 
i dent i f i ed a lack of f i nances, lack of fri ends, lack of 
ti me, and envi ronmental barri ers as reasons they did not 
part i c i pate i n  act i v i t i es or events. 
In summary, the three caregi ver groups d i d  report 
di fferences on some of the stress var i ables included in 
this study. However, there i s  no i nd i cati on that any of 
these groups i s  experi enc i ng an unusually high degree of 
stress. Some vari ables d i d  not d iffer between the groups, 
and c ompared favorably to non-cli n i cal samples i n  other 
stud i es. 
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A d i sti ncti on i s  made in the l iterature between stress 
and strai n. Most studi es on l i fe stress use i nstruments 
whi ch measure acute stress, however, strai n  has also been 
found to affect funct i on i ng levels. Strai ns have been 
defi ned as the stress assoc i ated with on-goi ng roles and 
dai ly l i v i ng ( B i ll i ngs & Moos, 1984b) . The lack of 
d ifference between the three groups i n  thi s  study may be a 
result of the i nab i l i ty of the stress i nstruments to 
measure the rounti ne strai ns faced by caregi v i ng parents. 
Data from the fami ly i ntervi ews reveal that acti ve 
caregi vers experi ence frequent strai ns. One mother 
descri bed how she had to stop tasks she was performi ng, 
walk to another room, and pos i t i on herself to s i gn with her 
deaf, non-ambulatory son . Other parents d i scussed the 
problems i n  finding respi te provi ders, even to go shopp ing 
with thei r  spouse. These i nci dents are a sample of the 
types of  strains present in caregiving families. While 
these are not equal to a serious illness, divorce or 
bankrupcy, the accumulation o f  these daily inconveniences 
may af fect functioning. 
Soci al Support of Parents 
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In addition to the stress experienced by the 
caregivers, the social support systems of  the parents were 
measured. Three dimensions of support were included. These 
were the social relations, social network and functional 
content dimensions. The soc ial network contained 
di f ferences in the ages and roles of the caregivers ' social 
support constellations. The functional content contained 
di f ferences between the groups on the reciprocity o f  their 
exchange relationships. Findings for each o f  these 
dimensions are discussed in the context of the caregiving 
literature. 
Social Relation 
The first dimension o f  social support was the social 
relation dimension. The parents all identified about three 
or four supports in their overall support grid. Contrary 
to the conceptual review on parenting by Byrne and 
Cunningham (19 8 5) ,  the parents of an adult mentally 
retarded child did not identi fy fewer people in their 
networks. The parents in this study did report established 
support systems. 
No di f ference was found on the degree of contact with 
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supports as reported by the three groups. All the groups 
had rece i ved a little support w i th in the past month. Dunst 
et al. (1986) reported that over ti me, parents who formed 
supports and used support systems had mentally retarded 
ch i ldren w i th fewer behavi or problems than fam i l i es lacking 
support. The presence and contact w i th supports by parents 
may be a copi ng mechani sm wh i ch contri butes to the ability 
to ma i ntain a mentally retarded ch i ld i n  the household over 
time. 
The lack of difference between the groups on th i s  
di mens i on is notable. Although the literature predi cted 
fewer supports, parents of mentally retarded adults did 
i denti fy established support systems. Since th i s  study is 
cross-secti onal, the degree of change in these networks 
over time cannot be evaluated. Although more of the 
non-caregi vers were not worki ng, the effect of bei ng out of 
the labor force on th is group's social support network can 
not be determi ned. However, the groups d i d  not differ in 
the amount of contacts w i th the i r  supports. Repli cati on 
between groups of similar labor force status would help 
determi ne whether th i s  f i nd i ng i s  due to the loss of 
support by the non-caregivers. 
Soci al Network 
The second dimensi on of soci al support was the soci al 
network dimensi on. The hypotheses predi cted differences by 
ages and roles of the supports i dent i f i ed by the three 
224 
groups. The s tudy found differences in the number of 
professionals iden tified by the groups as their suppor ts. 
Non-caregivers iden tified significant ly more t han ei t her 
o t her caregiver group in home and family, heal th, personal 
and social, and money and finances sub-ne tworks. 
This finding was in direc t opposi tion to the 
predic tion of t he hypo theses. The da ta from t his s tudy do 
no t suppor t the Suezle and Keenan ( 1981) finding on the 
i n t erac tion of paren ts wi t h  professionals. Their study 
repor ted t ha t  paren ts of bo t h  men t ally re tarded children 
and young adul ts had i n t erac tions wi t h  numerous 
professionals. The differences be tween t he Suezle and 
Keenan ( 198 1) and t his s tudy may be explained by a 
differen t concep tualiza tion be tween social ne twork and 
social suppor t ne twork. A lack of concep t ual clari ty has 
been iden tified as a me t hodological problem in social 
suppor t l i t era ture, specifically imprecise defini tions of 
social ne twork and social suppor t ne twork (Barrera & 
Ainlay, 198 3 ;  House & Kahn, 198 5; Wilcox & Vernberg, 
198 3 ). Social network is a more diffuse cons t ruct which 
includes all in t erac tions be t ween ac t ors and members of a 
role se t .  Social suppor t ne twork is a more specific 
cons truc t which includes only t hose exchanges which are 
beneficial for the ac tor (Cook, 1981; Schilling et  al. , 
1984; Simons & Wes t ,  198 4-5) . 
Da ta from t he family in terviews suppor t t he 
expl anation  that i nteract i ons w i th professi onal s  are not 
necessari l y  helpful for the parents. Parents reported 
problems i n  i nteracti ons w i th school , med i cal , and 
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commun i ty support serv ice person nel. Al though parents with 
a mental l y  retarded adult have i nteracti ons with a number 
of professi o n als, the relationsh i ps are not necessari ly 
benef i c i al .  
A n  alternat i ve expl anat i o n  for thi s  fi ndi ng is the 
non-caregi vers differed from the other groups because of 
the sampl i ng method for thi s  group. A poss i b i l ity ex ists 
that rel i g i ous professi onal s  are more highl y reported i n  
the non-caregi ver group. The consi stency w i th whi ch 
helpi ng professi onals were i denti f i ed i n  al l four 
sub-networks chal lenges thi s  i nterpretati on.  Are clergy 
more l i kel y to be i dentified as a support i n  heal th or 
fi nan c i al matters over phys i c i ans or attorneys ? Whi l e  the 
l ikel i hood ex i sts that church members turn to thei r  clergy 
i n  fam i l y  and personal matters, i t  i s  q uesti onable whether 
these profess ionals would expl a i n the total vari ance of the 
groups especi al l y  si nce the rel i g i os i ty vari ables did not 
reach stati st i cal significance. 
A second vari able of a soci al network i s  the age 
homogene i ty of an actor w i th members of a support system. 
I n  thi s  study , non-caregi vers reported a greater number of 
age cohorts as supports i n  the i r  money and fi nances 
sub-networks. Thi s  fi ndi ng may be attri buted to the i ncome 
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structure shared by the non-caregivers. Since many of this 
group are retired, they may be receiving pension and Social 
Security benefits. Non-caregivers may share information 
about the Social Security system, investment programs for 
retirees, and other information affect ing this age group. 
This explanation is interesting since mentally 
retarded adults often receive Social Security benefits. 
One parent i n  the interviews specifically mentioned this 
area as a source of stress. However, parents of mentally 
retarded adults do not have a cohort to whom they can turn 
with financial questions, since many people d o  not have 
children who receive these payments. From a role theory 
perspective, the non-caregivers have a cohort that shares 
similar roles to which they can turn for information and 
expection about finances. The active and past caregivers 
do not necessarily have that resource. 
No differences were found among the three groups on 
satisfaction with their support system in any sub-network 
area . This finding suggests that chronological age may not 
be a good predictor of satisfaction without controlling for 
the roles of the support system members. Rosow (1967) and 
Osgood (1982) reported that high rates of satisfaction were 
found among the elderly with same age cohorts. This study 
suggests that there was not a difference in satisfaction in 
one sub-network even when non-caregivers reported more age 
cohorts as supports . Both of the previous studies were 
conducted in  age segregated l i v i ng env ironments where the 
elderly we re in  a s i m i lar role status , The present study 
suggests that further research on the interact i on of age 
and roles of support with sati sfacti on level should be 
conducted , 
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D ifferences among the caregi ver groups were found in 
the compos i t i on of their soci al support system , 
Non-caregi vers were more likely to report professi onals as 
supports than the other groups , Whi le thi s  finding may be 
attri buted to the sample selecti on process, an alternative 
hypothes i s  supported by the fami ly i ntervi ews was the poor 
quali ty of pri or relati onshi ps w i th profess i onals on the 
part of parents w i th an adult mentally retarded chi ld , 
Functi onal Content 
The last dimensi on of soci al support was the 
functi onal content of the support prov i ded to an actor , No 
differences were found on the level of sati sfacti on or the 
type of support recei ved by the three groups , Because of 
the h i gh levels of satisfacti on reported, the validity of 
this measure i s  questi onable , 
On the f i nal support vari able, non-caregi vers reported 
hi gher degrees of reciproci ty i n  thei r  home and family, and 
personal and soci al sub-networks ,  Reci proc ity is the 
degree of symmetry i nvolved in  the exchange between members 
of a network (Goodman, 1985) , Th i s  f i nding suggests that 
non-caregi vers provi de more support i n  home and family, and 
personal and soc i al sub-networks than the other groups. 
A possible explanation i s  that parents of mentally 
retarded adults have less energy to expend with others in 
these areas, regardless of the li ving arrangements of the 
son or daughter. The past caregivers report a number of 
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contacts w i th their adult chi ld per month. On the average, 
these parents had seven phone converati ons, vi sited twice, 
and had one overni ght vis i t  together. Thi s  degree of 
contact i s  fa i rly high, since the adult chi ld lived an 
average of 4 4  m i les from the parents. Parents with 
mentally retarded adults may spend fami ly, and social 
energy with the i r  son or daughter, regardless of living 
arrangement, which affords l ittle opportunity to exchange 
w i th others. 
A r i val explanati on i s  that the non-caregivers have a 
greater number of hours per week which they devote to 
family and soc i al functions. Because of the flex ibility of 
post-retirement schedules, this group may be more readily 
avai lable, for example, to volunteer or watch a grandchild. 
The hi gher rate of exchange by thi s  group may be a function 
of flexibili ty in their schedules. 
In summary, the soci al support findi ngs suggest t hat 
all the groups have established support networks. However, 
the compositi on of these networks, and the way the networks 
are utilized i s  different between the groups. All the 
differences appeared in the sub-networks, not the overall 
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support grid of the parents. 
The soc i al support literature describes the two 
functions of support as moderating and buffering stress. 
Stress i s  buffered when support is an antecedent to an 
event . The moderati ng effect i s  when support i s  an 
i ntervening variable between stress and coping , The fact 
that differences were not found in the overall grids while 
differences d i d  appear in the sub-networks suggests that 
active and past caregivers use their supports as a 
potential moderator of stress. One mother described this 
pattern i n  the family interviews. She stated that there 
are people to whom she can turn, if there is an emergency. 
While further research on the effects of social support is 
needed, there is some indication that the actualization of 
support may be different in the active and past caregiver 
groups. 
Discriminant Model 
The one function of the discriminant analys i s  whi ch 
was significant combined stress, social support, and 
demographic variables. These included being white (. 31), 
l iving in Richmond/ Henrico (-. 3 7), depressed mood (-. 56), 
hours of personal time (. 3 0 ) ,  number of positive life 
events (. 3 7), and the reciprocity ratio ( , 56) . 
had a correct classification rate of 47. 14%. 
Two features of this model are noteworthy. 
This model 
First, the 
highest two loadings, depressed mood and reciprocity, are 
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in opposite directions. Together, these two variabl es 
appear to describe the devel opmental task of generativity 
versus stagnation. This task has been defined as the 
feel i ng of being connected with others and of being 
productive i n  guid i ng future generations (Ward, 1 984 ) ,  
Successful mastery of this task i nvol ves feeling one is a 
resource to others and feeling secure in past 
accompl ishments. The direction of group centroi ds for this 
funct i on reveal s that the both groups of parents with an 
adul t mental ly retarded chil d are lower on this function 
(active = -. 3 0  and past = -. 1 4 )  than the non-caregivers 
( • 6 9 )  • This suggests that having a dependent adul t chil d 
may inhibit the developmental process for the parents as 
they age . 
A second aspect of the discriminant model is the 
mul tidimensional qual ity of the function. The variables 
which were entered into the function incl ude i nternal 
process variables, such as depressed mood ; personal 
resources, such as free time hours; 
as reciprocity in support systems; 
social resources, such 
and structural 
variables, such as being white, which is membersh ip in the 
cul tural majority . Differences between the groups reflect 
mul ti-l evel variabl es which were depicted in the 
theoretical and empirical model s of the study , 
Limitations of the Study 
Research on parents of mental ly retarded adul ts is 
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sti ll i n  the beg inning stages. Wh i le th is study has 
contri buted to i ncreased understandi ng of these caregi vers, 
i t  conta i ns l i m i tati ons in the areas of sampling and 
design ,  Both of these l i m i tati ons are di scussed i n  the 
followi ng sect i ons , 
Sampli ng 
A l i m i tat i on in sampl i ng is related to the lack of 
representati veness of the parent group , The parents of an 
adult mentally retarded chi ld were i dent i f i ed by 
casemanagers i n  f i ve community servi ces boards , Estimates 
on the number of mentally retarded adults i n  servi ce 
deli very systems reflect usage rates of 10% to 40% of the 
total populat i on size (Seltzer, 1989;  Stokesberry, 1989) . 
These stati st i cs i ndicate that over one-half of mentally 
retarded i nd i v i duals are not recei v i ng any formal servi ces 
through developmental disab i l i ty networks , One hypothesi s  
i s  that fam i l i es outsi de the servi ce deli very network are 
extreme cases , At one extreme, the non- i dent i f i ed families 
may functi on on a level whi ch does not requi re any formal 
servi ces , The other extreme conta ins those fam i l i es who 
may be i solated from resources i n  the community ,  This 
issue restri cts generalizability of the findings to 
fam i l i es who are connected to developmental disability 
services , 
A second issue pertai ns t o  the external validity of 
this research , The sample was selected from an area in 
east -central Virginia. Historical and regional factors of 
may differ from ot her part s of the country. The degree to 
which this area is represent ative of parent s in other 
locations is not known. 
A third sampling i ssue concerns identification of the 
parents for t he study. Although efforts were made to 
min imize the selection of "ideal" parent s by the 
casernanagers, those who were identified may be individua ls 
who have positive relationships wit h community service 
agencies. Since the method of identification was based on 
recall and not random selection, the casemanagers could 
have select ed those parent s who were most t he memorable. 
A fourt h issue deals with t he non-respondent group. 
The response rate for active and past caregivers combined 
was 4 7 %. Over one-half of t he parents who were mailed the 
survey did not return it. Certain charact eristics may be 
associat ed wit h this group t hat differ from the 
respondent s. Non-respondent s may l ack literacy or 
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comprehension skills. Physical l imitations such as visual, 
gross or fine motor skills, and lack of endurance may have 
prohibit ed some parent s from participating. A t hird 
problem may have been a recording-keeping problem. Some 
parent s may not have received the survey due to address 
changes or errors in t he CSBs. Three percent (3%) of the 
surveys were returned due t o  address-relat ed problems. 
The selection of t he non-caregiver group is an 
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additi onal i ssue. These pa rents we re i dentified th rough 
rel i g i ous, not communi ty, systems. Although thi s  group did 
not diffe r  from the othe r g roups on measu res of 
religi osity, the extent to whi ch thei r reli g i ous 
aff i l i at i on biased the f i nd i ngs i s  not known. 
Des i gn 
A second l i m i tati on of the study is a des i gn issue. 
Cu r rently, no othe r study has compa red pa rents with an 
adult mentally reta rded chi ld to pa rents of non-di sabled 
adult ch i ld ren. Whi le the c ross-sectional desi gn prov i des 
i nfo rmat i on about cur rent d i ffe r ences between the 
ca regi vers, no conclusions can be made about changes i n  
st ress and social support ove r t ime. Lacki ng a 
l ongi tudi nal design, conc lus i ons about changes i n  st ress 
levels and support constell at i ons with i n  and between the 
ca regi v i ng roles cannot be determi ned. 
Impli cati ons fo r Soci al Work 
Th i s  study i nc reases unde rstandi ng i n  soci al wo rk 
about pa rental ca regi v i ng for an adult mentall y  reta rded 
chi ld. A greate r numbe r of parents perform thi s  role as a 
consequence of community based se r v i ces and longe r 
l ifespans fo r both the disabled and non-disabled 
populati ons. Si nce soc i a l  worke rs a re membe rs of both 
agi ng and developmental d i sab i l i ty se r v i ces, they will 
become i ncreasi ngly i nvol ved w i th these two-gene ration 
adult fami l ies. I mp l i cati ons f rom thi s  study for social 
work pract i ce, pol i cy and educati on are di scussed i n  the 
followi ng secti ons , 
Soc i al Work Pract i ce 
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An i mporta nt fi ndi ng of th i s  study i s  the relati onship 
betwee n pare nts of a mentally retarded adult and 
profess i onals , The hypotheses of th i s  study predi cted that 
non-caregi vers would i dentify fewer people i n  formal roles 
as supports , The oppos ite s i tuati on was found , 
Non-caregi vers reported a greater number of professi onals 
i n  the i r  home and fami ly, health, personal and soci al, and 
money and fi nances sub-networks ,  Fami ly i ntervi ew data 
i ncluded i nformat i on about problems encountered with 
school, medi cal, and soci al servi ce personnel ,  
I n  deal i ng w i th fam i l i es of an adult mental l y  retarded 
child, soc i al work practi t i oners need to be sensi t i ve to 
the parents' past and present relationshi ps w i th 
professi onals , The major shi ft from i nsti tuti onal to 
commun ity  based servi ces has taken place w i th i n the last 
twenty f i ve years , Previ ously, parents and professi onals 
mai ntai ned adversari al relati onsh i ps whi ch have foster 
di strust among parents , Whi le current serv i ce models 
emphasi ze support and collaborati on between the two groups, 
parents and professionals sti ll mai ntai n hosti le relati ons , 
Parents also have negati ve experi ences w i th medi cal 
professi onals who are unfami l i ar w i th mental retardati o n , 
Older fam i l i es may be wary or guarded w i th soc i al work 
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practitioners due to historical patterns of relationships 
with professionals in general. Practitioners working with 
these families need to be sensitive to previous and current 
relationships with professionals. Attention to building a 
relationship and fostering trust are essential components 
of effective practice with this group of parents , 
A second implication for practice is related to 
programmatic decisions about services to older families , 
The number of supports reported by parents in all three 
study groups of did not differ statistically , Parents of 
an adult mentally retarded child have established supports 
within their families and their community. However, 
caregivers of mentally retarded adults reported different 
membership composition and exchanges in their sub-networks. 
Data from the family interviews highlighted the 
vulnerability of these caregiving families when support is 
lost , Interventions with caregiving parents should assist 
them in utilizing and maintaining established supportive 
relationships, Programs to meet this goal include funding 
and training respite providers who are identified by family 
members, such as relatives, friends or neighbors , Social 
work practitioners who work with families of a mentally 
retarded adult should structure interventions with a goal 
to preserving and enhancing the supports established by the 
family , Training and paying family members as respite 
providers is one way of meeting this goal , 
A third pract i ce impli cation is in transiti onal 
planning for the mentally retarded person's future , The 
concept o f  trans i t i on is prominent in the mental 
retardation literature, most frequently involving changes 
in the role o f  the mentally retarded person as student to 
worker ( H i ll & Morton, 1988;  McCarty, Everson, Moon & 
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Barcus, 198 5; Wehman, Moon, Everson, Wood &. Barcus, 1988) , 
Additi onal emphasis has been placed on assisti ng parents 
with the concom itant transit i ons which they must make to 
accompany the role change in their mentally retarded child 
( Osso fsky, 198 9 ) , As educati onal, vocati onal, and 
residenti al opti ons for people with disabili ties increase, 
social work pract itioners need to assist parents in making 
adjustments to their expectations o f  the potenti al for 
their son or daughter to assume another role status . In 
assisti ng a mentally retarded adult to assume an additi onal 
role i n  soci ety, a practitioner should also provi de 
services to parents who are transitioning out o f  the 
caregiving role . 
F i ndings from the study have implicati ons for 
assessment with parents o f  mentally retarded adults. The 
results o f  the discrminant analysi s  suggest that 
dif ferences between the caregi ver groups were based upon 
multi -system variables. Assessment of th is parent group 
needs to reflect multidi mensional areas o f  functi oning . 
Policy 
One dimensi on of role strai n  for caregi vers of the 
i mpai red elderly is the competi t i on between employment and 
fami ly demands , I n  th is study, parents who care for an 
mentally retarded child also reported this source of 
stra i n ,  The prov i s i on of care to another adult is a 
financi al burden ( Z i mmer & Mellor, 1982) ,  People with 
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mental retardati on do not have the same resources to build 
assets such as sav i ngs, pens i on plans, or home ownershi p ,  
Unlike the elderly whose impa i rments are a consequence of 
the agi ng process, the cost of care for a mentally retarded 
adult is a life-long family expense , The cost and demands 
of multi ple roles suggest i ncreased sens i t i vi ty to employed 
caregi vers , Changes to promote flex ibility i n  work hours 
and leave of absence pol i c i es would allow workers to attend 
to family demands , Responsi veness i n  the soc ial welfare 
system would i nclude i ncreased availab i l i ty of resp ite and 
adult day care for workers who are caregi vers , For 
example, programs could i nclude weekend and eveni ng hours 
for workers with non-tradi t i onal employment schedules , 
A second pol i cy i ssue relates to the d i v i s i on between 
agi ng and developmentally disab i l i ty servi ce sectors , 
Collaborati on between these hi stori cally separate networks 
i s  currently bei ng advocated as a method of supporti ng both 
mentally retarded adults and thei r  families (Getti ngs, 
1989; Rose, 198 7; Rose & Jan i cki,  1986; Seltzer & 
K rause, 1987) , Inc reas i ng opt i ons to fam i l i es fo r day 
ca re, household assistance p rog rams, and othe r se rvices 
could be f acili tated by greate r cooperation and li nkages 
between se rvices fo r the elde rly and developmentally 
disabled populati ons , 
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A th i rd pol i cy issue relates to the long-te rm ca re 
system ava ilable to di sabled and non-di sabled elderly ,  
Long-te rm ca re i ncludes inst ituti onal, commun ity based, and 
in-home se rvices , The cost fo r ca re, especially nu rsing 
homes, cont i nues to escalate, A greate r a r ray of servi ces, 
such as homemake r, meal p r ograms, and transpo rtati on 
se rvi ces need to be avai lable and affo rdable fo r all 
elde rly pe rsons , Two dependent families, whi ch i ncludes 
aged pa rents and mentally reta rded adults, may especi ally 
benefit from commun ity suppo rt se rvices , 
Educati on 
Soc i al wo rk educato rs hold a responsi b ili ty fo r 
shapi ng futu re p r acti t i one r s ,  As the s i ze of the olde r 
population conti nues to i nc r ease, soci al wo rke rs in all 
p ractice settings will be exposed to elde rly cli ents , 
I nfo rmat i on f rom thi s  resea r ch and simila r  stud i es help 
di spel agei st myths whi ch ex i st in soci ety , 
An i mpo rtant cha racte r i st i c  of the elde rly populati on 
is dive rs i ty ,  Olde r people are mo re hete rogenous than 
other age groups (Za r it, 198 0) , Students may not realize 
that many pa rents conti nue to acti vely pe rfo rm the 
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caregi v i ng role into the ir elderly years , The soc ial work 
curri culum should i nclude i nformati on about older people in 
a var i e ty of roles to sensitize  students to the diversity 
of the e lde rly population, 
A se cond implicati on for soc ial work e ducation is to 
demonstrate the i mportance of cli ents ' soci al support 
networks. The informal support network accounts for about 
80% of the care to the elde rly (Hooyman, 1 983) ,  Fami l i e s  
of a me ntally re tarded member also assume the majority of 
re spons i b i l i ty for f i nanc ial, soc ial and emoti onal support , 
Fam i l i es are often heroic i n  efforts to mai nta i n  care of a 
di sable d  member both in situati ons of a life-long or 
age -related disab ility. Soci al work students ne ed to be 
sens i t i ve to the i mportance famili e s, fri ends, and 
ne i ghbors as support to many di sable d  adults, 
R e commendati ons for Add i t i onal Research 
Wh ile  the results of thi s study have provi ded 
add i ti onal i nsi ght into the role of caregi v i ng for a 
me ntally retarde d  adult, a ne e d  ex i sts for additional 
knowle dge bui lding , Recommendati ons for further research 
are pre s e nted i n  thi s  section ,  
One are a  of ne eded rese arch i s  the support provided to 
the fami ly by an adult with me ntal retardati on ,  
R e cons i de rati on of the product i vity of me ntally retarded 
i nd i v i duals is be ing advocate d  i nste ad of the currently 
assumpt i on of this group as "throw away adults" (McDowell, 
1989, p ,  63) who are helpless and dependent ( Elder, 1989). 
These assumpti ons di scredi t  the contri buti ons made by 
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mentally retarded fami ly members , In the fami ly intervi ews 
conducted for th i s  study, parents descri bed contri butions 
made by the i r  sons or daughters , These i ncluded assi stance 
with household ma i ntenance, compani onship, and f inancial 
ass i stance , As supported employment of people w i th 
disab i l i t i es conti nues to expand, even i nd i v i duals with 
severe and profound retardati on are earni ng competitive 
wages ( Moon et a l . ,  199 0 ), The fi nanci al contri buti ons of 
mentally retarded ind i v i duals will become a v i tal part of 
many household budgets , The support provi ded by a mentally 
retarded adult to the household i s  an area of needed 
research ,  
A second area needi ng further research i s  in the 
relat ionsh i ps between non-di sabled fami ly members i n  
careg i v i ng fam i l i es ,  Byrne and Cunni ngham ( 1985) report 
the effects of a mentally retarded child upon s i blings , 
However, studi es have not been expanded to include adult 
relati ons, such as a parent and adult chi ld, or between 
grandparents and grandch i ldren , I n  the fami ly i ntervi ews, 
one mother descri bed her abandonment of the grandmother 
role because of the jealousy of her mentally retarded son , 
Whi le some research has i ncluded the dyadi c  relations, 
studi es have not explored the effect on adult relati ons in 
families w i th a mentally retarded member , 
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A th i rd area for add i t i ona l research is on mode ls of 
functi oning i n  fam i l i es w i th an adu lt menta l ly retarded 
chi ld. W i k l er ( 198 1) has deve loped and emp i r i ca l l y  tested 
(Wikler, 1986; W i k l er et a l . ,  198 1) the chroni c  sorrow 
model wh i ch i dent i f i es peri ods duri ng the deve l opment of a 
menta l ly retarded chi l d  when the parents are at risk to 
re-experi ence a sense of loss. Th i s  mode l,  however, is not 
expanded to i nclude adu lt deve l opmental i ssues. Model s  
whi ch re l ate to adu l t  funct i on i ng need to be proposed and 
tested. D i vorce, reti rement, or marri ages of non-di sabl ed 
chi l dren are a l l adu l t  events whi ch can preci p i tate 
fee l i ngs of loss resu l t i ng from pro l onged caregi v i ng ro les. 
I dent i f i cati on of hi gh-ri sk deve lopmenta l peri ods for 
careg i v i ng parents wou l d  add adul t  events to the chroni c  
sorrow mode l .  
Bes i des the maj or stress po i nts, the strai ns 
experi enced by caregi vers of menta l ly retarded adults need 
further i nvesti gati on. The f i ndings of th i s  study suggest 
that these caregi vers are exposed to numerous dai l y  strai ns 
and struggl es. Chroni c, l ow- l evel stress may affect 
physi ca l  and mental functi on i ng. Thi s  study suggests that 
the emoti ona l aspects of caregi v i ng may conti nue after the 
mental l y retarded chi l d  has left the househo l d. 
Add i t i ona l research i s  needed on ava i lab i l i ty and 
uti l i zati on of resources of parents with an adul t  menta l ly 
retarded chi l d. The l i terature suggests that fam i l i es with 
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handicapped children who use supports to buffer stress 
increase coping patterns ( Dunst et al. , 1986; Mink et al. , 
198 3 ) .  Less is known about the ways older families use 
support systems and the effect of use over time. Do 
parents over-tax resources whi ch diminishes availability 
over time ? Can parents establish additional supports in 
la t er life when greater resources are needed ? Are i nformal 
supports less available when a mentally retarded child 
assumes adult traits, features, and behaviors ? Answers to 
these questi ons provide additional insight into the extent 
and quality of the support systems of older parents. 
A final recommendation i s  to replicate this research 
using a large probability sample. This research was 
exploratory, with the goal of identifying relationships 
between variables. Replication would increase the 
probability that the findings were not due to chance or 
sample selection. A large study would also permit 
sub-group investigation. Some evidence suggests that 
people of color have different patterns of caregiving than 
white families ( Eyman et al. , 1977; Meyers, et al. , 1985) . 
Research which includes racial and ethnic samples would 
increase understanding about caregiving i n  all population 
groups. The use of a large probability sample would add 
support to the findings and increase population diversity. 
I n  summary, parents of an adult mentally retarded 
child are a little researched group of caregivers. This 
. .  
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study focused on ways parents di ffered from parents in 
other caregiving rol es. Whi l e  thi s  study has increased 
understand i ng about parents in the caregiver role , 
add i t i onal research on the conti nuati on of the parent-chi l d  
caregi v i ng s ituat i on i s  needed. 
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with an Adu lt Mentally Retarded Chi ld 
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WHO IS SPONSORING THIS RESEARCH?  The proposed research project i s  
t he  doctoral d issertation o f  Nancy Kropf i n  t he  School o f  Social Work, Vi rg inia 
Commonwealth U n iversity . (See curricu lum vita for more information about the 
researcher. )  
WHAT I S  THE STUDY ABOUT? This  research is about caregivi ng i n  fami l ies 
where an adu lt-ch i ld is diagnosed as mental ly retarded. As our population 
conti nues to stay al ive longer, greater i nformation is needed about caregiving of 
mentally retarded adults and the effects of caregivi ng upon the parents. 
WHAT VARIABLES WILL BE MEASURED IN THIS STUDY? One variable of 
the study is the type of caregiving situation .  The sample wi l l  contain three 
groups of caregivers :  
ACTIVE CAREG IVERS: Those parents who currently provide care to  a 
mentally retarded adu lt son or  daughter with their home. 
PAST CAREGIVERS: Those parents whose mentally retarded adult son 
or daughter currently resides outside the parental home. 
NON-CAREGIVERS: Those parents who had parenting responsibi lit ies 
fo r non-handicapped chi ldren .  
Both stress and social support variables wi l l  be  measured. (See Variable 
Measurement and Research Model sheets. ) 
WHAT ARE THE PREDICTIONS ABOUT THE RELATIONSHIP BETWEEN 
CAREGIVING, STRESS AND SOCIAL SUPPORT? The hypotheses of the 
study predict that the ACTIVE CAREGIVER group wi l l  report higher degrees of 
stress and a smaller social support network than the other two groups. 
Additional ly, the NON-CAREGIVER g roup is predicted to report lower degrees 
of stress and a larger social support network than the other groups. 
WHY USE THE COMMUNITY SERVICE BOARDS? So far, the few studies on 
older fami l ies have used some service delivery system to identify the sample. 
Sampl ing from other community organizations, such as the Associat ion for 
Retarded Citizens,  wou ld bias the sample for this research since that type of 
organizat ion is establ ished to provide social support to fami l ies. 
WHAT WILL BE THE ROLE OF THE CSBs? The CSBs have important 
i nformation for th is research. The casemanagers have been selected as a point 
of access for the mentally retarded adu lt population served through the CSB. 
EACH casemanager with in  the CSB wou ld be asked to assist with three tasks: 
. 
TASK 1 :  
Identify the names/address of 1 5  parents (one per fami ly) who meet these 
criteria :  
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1 .  a mentally retarded son or daughter has an open fi le through the CSB 
2. the son or daughter is 1 8  years of age or above 
3. the parent is the birth parent of the son or daughter 
4. the son or daughter currently Hyes with the parent 
TASK 2 :  
Identify t he  names/addresses of 1 5  parents (one per fami ly) who meet these 
criteria :  
1 .  a mentally retarded son or  daughter has an open fi le through the CSB 
2 .  t:\e son or daughter is at least 1 8  years of age or  above 
3. the parent is the birth parent of the son or daughter 
4. the son or daughter does not currently l ive with the parent 
TASK 3 :  
Co-sign a letter enclosed with the survey to  the  parents which he  or she has 
nominated. This letter wi l l  explai n the purpose of the research and di rections 
about how to complete the questionnai re .  
WILL THE CSBs BE RESPONSIBLE FOR ANY COSTS ASSOCIATED WITH 
THE RESEARCH? No, the CSB is not responsible for any costs. The cost of 
mai l i ng ,  pri nti ng ,  computer and clerical t ime will be provided by the researcher. 
WHY IS TH IS RESEARCH IMPORTANT FOR THE CSB? Parenting any chi ld is 
a stressfu l job. Parenti ng a chi ld with a disab i lity i ncreases the stress parents 
experience. However, most research to date has used fami l ies with a mentally 
retarded ch i ld ,  not an adu lt .  Litt le is known about the stress of cari ng for a 
mentally retarded person who reaches adu lthood. Addit ional ly, the effect of 
caregiving upon  the fami ly's abi l ity to build and maintai n social support 
networks is lack ing . This research wi l l  examine both stress levels and the 
social support constel lat ion between three d i fferent caregiving g roups. Practice 
and policy imp licat ions wi l l  be proposed and discussed. 
APPENDIX D 
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Pre-Test Cover Letter and Form 
Dear Parents : 
I am a doctoral student and instructor in the School of Social Work at Virgi nia 
Commonwealth University. I am doing my dissertation research on caregiving 
in famil ies with a mentally retarded adult-chi ld. From my own experience as a 
respite care casemanager in Mich igan , and research studies which are being 
done currently, I believe that human service workers need to have a better 
understanding about parents who are caring for a person who is both an adult 
AND a mentally retarded person .  My research is studying the amount of stress 
experienced by parents of a mental ly retarded adult, and the type and number 
of people these parents turn to when they need assistance. 
As parents of a mentally retarded chi ld ,  you are a valuable resource in this 
piece of research. By volunteering to pre-test this survey , I am able to get 
feedback about my questionnaire to increase its accuracy. Please fol low the 
instructions below. 
1 .  Answer the questions contained in the survey, as if this was a real situation . 
Read al l  the directions carefu l ly, as I am interested i n  determin ing whether 
you think any are unclear or confusing. I DO NOT KNOW YOUR NAMES 
AND WILL NOT BE ANALYZING THE SU RVEYS YOU COMPLETE. 
Remember that a pre-test is a practice run-- 1  am only interesting in finding 
out whether you have any difficu lty in completing the survey and where the 
trouble spots are. I will DESTROY your surveys after I have read your 
responses. 
2 .  Fi l l  out the Pre-Test Information Sheet (Pink form). This form is for your 
feedback about the survey and informs me of any problems. 
3. Mai l BOTH the survey AND the Information Sheet back to me in the pre-
addressed and pre-stamped enve lope by Apri l  6 .  
Again ,  I appreciate your wi lli ngness to contribute to m y  research. I believe that 
caregivi ng of an adu lt with mental retardation is an important area for research 
and that this dissertation wil l produce some valuable information about this type 
of caregiving. Please contact me at  if you want to discuss any issues 
further. I look forward to your feedba
Sincerely, 
Nancy P. Kropf 
Pilot Test-- lnformation Form 
1 .  How long did it take you to complete this survey? 
Hours Minutes 
2.  Please rate each of the fo l lowing about the survey. 
a. PRINT SIZE : Is the size of the printed letters too large or smal l? 
I I 
Too large O.K.  
b . REAPING LEVEL: Is the vocabulary too easy or difficu lt? 
I 
Too easy O.K .  
c. INSTRUCTIONS: Are instructions to the questions clear enough? 
I I 
Clear Some are unclear 
I ---> WHICH? 
Page:  
Page:  
Page:  
d. LENGTH: Is the survey too long or too short? 
I 
Too long O.K.  
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Too small 
I 
Too difficult 
I 
All are unclear 
I 
Too short 
e. If you received this survey with a cover letter which explained the 
purpose of this research and assured you that your identity is unknown to 
the researcher, would you have completed and returned it in a pre­
stamped envelope? 
1 .  Yes 
2. No:  Why not? -------------------
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PARENT SU RVEY 
The goal of this su rvey is to better understand the effect of parenting 
after ch i ldren have left home. Have on ly one parent answer the 
questions,  either  the mother or father .  P lease answer all questions 
and retu rn the survey in the envelope wh ich is provided. 
Thank you for taking t ime to be a part of this study. 
School of Social Work 
Virginia Commonwealth Un iversity 
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A. THE FOLLOWING Q U ESTIONS ARE ABOUT YOU P ERSONALLY. 
ANSWER EACH Q UESTION BY CIRCLING THE NUMBER NEXT TO 
TH E BEST ANSWER OR FILLING IN THE BLANK. 
1 .  Your sex is:  
1 .  Female 
2. Male 
2. Your race/ethnic group is: 
1 .  B lack 
2. White 
3. H ispanic 
4 .  Other {Specify) 
3. How many years of school have you finished? (Circle the number) 
o 1 2 3 4 5 6 Z 8 9 1 o 11 12 13 14 15 16 17 18 19 20+ 
Elementary School Jr. HS Hg, Sch:lol Colege Gra:iJate Sch:lol 
4. What is your age, as of your last birthday? __ _ (Years) 
5. Which answer best describes your c.u.r.r.en1 work situation? (Circle the single best 
answer) 
1 .  Retired 
2 .  Employed -- Full time (32 or more hours per week) 
3. Employed -- Part time (less than 32 hours per week) 
4. Unemployed 
5. Not employed --Laid-off 
6. Fu ll-t ime homemaker 
7. Not employed -- Student 
6. Which answer best descnbes your � work situation? (Circle the single best 
a,· . .;wer) 
1 .  Employed full-time (32 or more hours per week) 
2. Employed part-time (32 or less hours per week) 
3. Full-time homemaker 
4. Other (Specify) 
7. What is your relig ion? (Circle one) 
1 .  Catholic 
2. Jewish 
3. Protestant (Specify) 
4. Other (Specify ) 
5. None 
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8. How many church activities do you usually attend in  a week? These can i nclude 
worship services. social clubs, choir practices, etc. 
Number of activities with in a usual week 
9. How religious you are? 
1 . I am more religious than most people 
2 .  I am about as religious as most people 
3. I am less religious than most people 
1 0 . Circle the category which best describes your marital status. Fi l l  in the blank next 
to the category with the number of years. 
1 .  Never married 
2 .  Married (how long? ____ _ 
3. Widowed (how long? ____ _ 
4. Divorced (how long? ------
5. Separated (how long? ____ _ 
6. Other (how long? ------
1 1 .  How many chi ldren do you have? ___ _ (number) 
1 2 . How many of your chi ldren live i n  your home with you now? 
a. Number of children l iving in  home 
b. Ages of your chi ldren in home __ 
1 3 . How many people live in your home now? 
___ Total number in home 
1 4. How many years have you lived in your current home? 
___ Years in  home 
1 5 . In which location do you live now? (Circle one).  
1 .  City of Richmond 9. Emporia 
2. Henrico County 1 0. Colonial Heights 
3. Hanover County 1 1  . Dinwiddie County 
4. Chesterfield County 1 2 . Greensvil le County 
5. Charles City County 1 3. Prince George County 
6. New Kent County 1 4. Surry County 
7. Petersburg 1 5. Sussex County 
8. Hopewel l  1 6 . Other 
2 
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1 6 . Do any fami ly members who live in your home have any of the following? (Circle 
all that apply). 
1 .  B rain injury from an accident 
2. Mental retardation 
3. Mental i l lness 
4 .  Physical disabil ity 
5. Other handicapping condition : Specify -----------
1 7. What is  the total i ncome of your household? Add the income of everyone living 
with you Q..e.fQ.m taxes are taken out. 
1 .  less than $5,000 7. $30 ,00 1 $35,000 
2. $ 5 ,00 1  $ 1 0 ,000 8. $35 ,00 1  $40,000 
3. $ 1 0 ,00 1 $ 1 5 .000 9.  $40 ,00 1 $50 ,000 
4 .  $ 1 5 ,00 1 $20.000 1 0 . $50 ,00 1 $60,000 
5.  $20 , 0 0 1  $25,000 1 1  . $60 , 0 0 1  $70,000 
6 .  $25 ,00 1  $30,000 1 2 . More than $70,000 
INCLUDED FOR ACTIVE ANO PAST CAREGIVERS ONLY 
I I 
THE N EXT S E R I ES O F  Q U ESTIONS AR E A B O UT YOUR SON O R  
DA UGHTER W H O  IS  M ENTALLY RETARDED A N O  RECEIVES SERVICES 
TH ROUGH THE COUNTY. 
1 8. This person is my:  
1 .  Daughter 
2 .  S o n  
1 9 .  How old is  your son o r  daughter? ___ (Years) 
20. How independent is  your son or daughter in each of the followi ng activities NOW? 
Circle one number  for each activity. 
DOES TOTALLY BY N EEDS SOME NEEDS TOTAL 
ACTIV ITY HIMSELF OR HERSELF ASSISTANCE ASSISTANCE 
Walki ng 
Dressing 
Bath ing 
Feeding self 
Going to the bathroom 
Preparing simple meals 
( i .e . --sandwiches) 
Using public transportation 
Getting around the 
neigh borhood 
I 
2 
2 
2 
2 
2 
2 
2 
2 
2 
3 
3 
3 
3 
3 
3 
3 
3 
3 
3 
INCLUDED FOR PAST CAREG IVERS ONLY 
2 1 . How many years has it been since your son or daughter last lived with you? 
(Years) 
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22. What is your son's or  daug hter's current l iving arrangement? (C i rcle the best 
answer). 
1 .  Lives by h imself/herself or  with a roommate 
2. G roup home 
3. Adult foster care home 
4 .  Residential i nstitution 
5. Nursing home 
6 .  Supervised apartments 
7.  Other (Specify) 
23. About how many times a month do you and this son or daughter: 
Talk on the phone ___ _ 
Visit together (not overnight) ___ _ 
Visit together overnight ___ _ 
24. About how many mi les are there between you r home and your son's or  
daughter's residence? ___ _ 
4 
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A. LISTED BELOW ARE A N UMBER OF EVENTS WHICH HAPPEN TO 
SOME PEOPLE. READ EACH OF THE FOLLOWING EVENTS. THINK 
OF WHETHER YOU, YOUR SPOUSE OR AN ADULT CHILD LIVING IN 
YOUR HOME HAS HAD THIS EVENT HAPPEN WITHIN THE LAST 1 2  
MONTHS. I F  THE ANSWER I S  "NO," CIRCLE THE "N."  I F  THE 
ANSWER IS "YES," CIRCLE THE "Y" AND CIRCLE WHETHER YOU, 
YOUR SPOUSE OR AN ADULT CHILD LIVING IN YOUR HOME HAD 
EXPERIENCED THE EVENT. 
1 . lost something of value 
2. death of a close friend 
3. trouble with friends or neighbors 
4. separation 
5. divorce 
6. t rouble with in- laws 
7. t rouble with boss at work 
8. retired 
9. laid off or fi red from a job 
1 o. unemployed tor a month or more 
1 1 .  large decrease in income 
1 2 .  legal problems 
1 3. assaulted or robbed 
1 4. raped or sexually assaulted 
1 5. death of a spouse 
1 6. death of close family member 
1 7. chi ld left home 
1 8. started new job, school or training 
program 
1 9 . graduation from school or train ing 
program 
20. engagement 
2 1 . marriage 
22. got back together with spouse 
23. birth of a child in your close family 
24. promotion at work 
25. took a new job 
26.  i ncome increased a lot 
27.  took a vacation 
28.  had to cancel vacation plans 
29. moved to a new home 
30. someone moved into the home 
N O  YES W H O  
This event This event This event 
did not happen did happen happened to 
5 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
N 
1 = Me 
2 = Spouse 
3 = Adult 
y ----> 1 
y ----> 1 
y ----> 1 
y ---> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ---> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 1 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
y ----> 
C h i l d  
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
2 3 
1 
1 
1 
1 
1 
1 
1 
1 
1 
1 
1 
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B. THE N EXT SECTION IS ABOUT YOUR PERSONAL HEAL TH AND 
ROUTINE. THESE QU ESTIONS ARE ABOUT WHAT YOU HAVE BEEN 
DOING AND HOW YOU HAVE B EEN FEELING WITHIN THE LAST 1 2  
M O N T H S .  
1 .  About how many hours per week d o  you usual ly have for free time to do whatever 
you want? 
__ Total number of hours per week 
2. Which of the following statements best describes how satisfied you currently are 
with the free time you have for yourself each week. (Circle the one best answer). 
1 .  I am very satisfied with the number of hours I have for myself. 
2.  I am satisfied with the number of hours I have for myself. 
3 .  I am dissatisfied because I have too many hours for myself. 
4. I am dissatisfied because I have too few hours for myself. 
3. Listed below are some activities which some people do. Circle al l those activities 
which have been a part of your routi ne with i n the last 1 2  months. (Ci rcle all that 
apply) .  
1 .  Eating 3 meals a day 
2. S leeping 6 - 8 hours a night 
3 .  Exercising 2 - 3 hours a week 
4. Smoking cigarettes dai ly 
5. Drinking more than 2 alcoholic beverages a day 
6. Drinking more than 2 cups of coffee and/or cola a day 
7. Visit i ng a doctor for regular medical check-ups 
8. I don't do any of these activities. 
4. Which of the following feelings have you had with in the last 1 2  months? (Circle all 
that apply to you). 
1 .  Felt that you just couldn't get going 
2. Felt that you were a worrier? 
3. Felt that your memory wasn't all right? 
4. Had personal worries that made you feel sick? 
5. Felt that nothing turned out right for you? 
6. Wondered if anything was worthwhile anymore? 
7. I haven't had any of these feelings with in  the last 1 2  months. 
6 
276 
5. Circle any of the health problems that you have had with in  the last 1 2  months. 
(Circle all that apply). 
1 .  Felt weak all over 
2. Suddenly felt hot all over 
3. Felt your heart was pounding or beating hard 
4. Did not feel like eating 
5. Felt nervous, fidgety or tense 
6. Had constipation 
7. Had ·cold sweats· 
8. H ad an acidy stomach or indigestion 
9. H ad trembl ing hands 
1 0 .  Had frequent or severe headaches 
1 1 . Had problems fall ing or staying asleep 
1 2. I haven't had any of these problems in  the last 1 2  months. 
6 .  Circle any of the fol lowing health problems which a doctor has told you that you 
have aill1 have bothered you within the last 1 2  months. (Circle all that apply). 
1 .  Anemia 8. Serious back trouble 
2 .  Asthma 9. Heart trouble 
3. Arthritis 1 0. High blood pressure 
4. B ro nchitis 1 1  . Kidney troub le 
5. Cancer 1 2. Stroke 
6. Chronic liver trouble 1 3 . Tuberculosis 
7. Diabetes 1 4 . U lcers 
7. Compared to other people your same age ,  h o w  would you rate your physical 
health? Circle the best answer. 
MUCH BETTER BETTER SAME WORSE MUCH WORSE 
I I I I I 
1 2 3 4 5 
7 
CJ) 
ON T H E  N EXT PAGE,  THERE A R E  QU ESTIONS ABOUT THOSE PEOPLE WHO A R E  YOUR 
SUPPORTS. AT THIS TIME, THINK ABOUT THE PEOPLE IN YOUR L IFE WHO YOU TALK TO ABOUT 
IMPORTANT THINGS AND TURN TO WHEN YOU N EE D  H ELP. IN THE L EFT-HAND COLUMN 
LABELLED " INITIALS," LIST THE INITIALS OF THOSE PEOPLE WHO COME TO MIND. TRY AND 
MAKE EACH SET OF INITIALS DIFFER ENT, THAT IS,  USE SETS WHICH ARE NOT THE SAME FOR 
TWO PEOPLE. FOR EXAMPLE, IF TWO PEOPLE HAVE INITIALS OF "NPK," LIST ONE PERSON AS 
"NPK" AND THE OTH ER PERSON AS "NK". AFT E R  YOU HAVE LISTED THOSE PEOPLE YOU TURN 
TO IN  THE " I N ITIAL" C O L U M N ,  MOVE AC ROSS T H E  PAG E TO THE C ENTER COLUMN 
"RELATIONSHIP". FOR EACH PERSON IDENTIFIED IN THE "INITIAL" COLUMN, CIRCLE THE WORD 
WHICH BEST DESCRIBES YOUR RELATIONSHI P  TO THAT PERSON. FINALLY, IN THE RIGHT-HAND 
COLUMN, CIRCLE THE C LOSEN ESS IN  AGE B ETWEEN YOU AND EACH PE RSON IDENTIFIED IN 
THE "INITIAL" COLUMN. 
DO NOT FEEL THAT you MUST FILL IN ALL THE BLANK LINES. YOU DO NOT HAVE TO IDENTIFY A 
CERTAIN NUMBER OF PEOPLE IN  THIS SECTION.  AN EXAMPLE IS G IVEN TO SHOW HOW TO 
COMPLETE THIS SECTION. 
EXAMPLES: 
IN ITIALS 
11_ _p_ K 
N x _ 
R E L ATION S H I P  
Olher Family Helping 
Member Neighbor Professional Friend Other 
Helping 
Spouse Child \. Member� Neighbor Professional Friend Other 
Follow the examples above when filling in your supports on the following page. 
A G E  
� 
Younger Older 
Same� 
Younger Age  
tv 
---1 
---1 
<O 
I N ITIALS 
List one person's set 
of Initials on one Hne. 
- - -
- - -
- - -
- - -
- - -
- - -
- - -
- - -
Spouse Child 
Spouse Child 
Spouse Child 
Spouse Child 
Spouse Child 
Spouse Child 
Spouse Child 
Spouse Child 
YOUR SUPPORTS 
R E L A T I O N S H I P  
Please indicate for each 
his or her relationship to you. 
Other F amly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Other F amly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Other Famly Helping 
Member Neighbor Professional 
Friend Other 
Friend Other 
Friend Other 
Friend Other 
Friend Other 
Friend Other 
Friend Other 
Friend Other 
A G E  
Please indicate for each whether 
he or she is older (by 5+ yrs.), 
younger (by 5+ yrs.) or about 
the same age as you are. 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
Same 
Younger Age Older 
t,,J 
-4 
00 
I 
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QUESTIONS ABOUT YOUR SUPPORTS 
THE NEXT QUESTIONS ARE ABOUT THOSE PEOPLE YOU HAVE JUST 
IDENTIFIED AS SUPPORTS. MANY TIMES, PEOPLE Will TURN TO A 
PERSON FOR SUPPORT WITH ONE PROBLEM BUT NOT WITH ANOTHER 
PROBLEM. THIS PART IS ABOUT WHO YOU TURN TO WITH DIFFERENT 
PROBLEMS. FOR THE FOLLOWING SET OF QUESTIONS, USE ONLY THE 
IN ITIALS OF THOSE PEOPLE YOU HAVE ALREADY IDENTIFIED AS YOUR 
SU PPO RTS .  
A.  HOME AND FAMILY 
1 .  The f i rst question is about things that happen with your home and family. In the 
blanks below. fi l l  i n  the in itials of those people you have identified as your supports 
who you turn to when you need to discuss or receive help with problems about your 
home and fami ly. Do not feel you must fi l l in all blanks. 
2. With in this group of people.  how many come to you to discuss or  receive help with 
problems about their home and family? 
Number of people who also discuss their home 
and family with me 
3. How satisfied are you with those people who you turn to with problems about your 
home and family? (Circle the best answer) 
VERY SATISFIED SATISFIED 
I 
1 
B . H EA LTH 
DISSATISFIED 
I 
3 
VERY DISSATISFIED 
I 
4 
1 .  The second question  is about th ings that happen with your health. I n  the blanks 
below, fi l l  in the in itials of those people you have identified as your supports who you 
turn to when you need to discuss or receive help with problems about your hwlJ1h. 
Do not feel you must fi ll i n  all blanks. 
1 0  
I 
2 
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2. With in  this group of people , how many come to you to discuss or receive help with 
problems about thei r health?  
Number of  people who also discuss their health with me 
3. How satisfied are you with those people who you turn to with problems about your 
health? (Circle the best answer) 
VERY SATISFIED SATISFIED 
I 
2 
C .  PERSONAL/SOC IAL ISSUES 
DISSATISFIED VERY DISSATISFIED 
I I 
3 4 
1 .  The th i rd question is about things that happen with you personally and socially. In 
the blanks below, f i l l  i n  the in it ials of those people you have identified as your 
supports who you turn to when you need to discuss or receive help you personally 
and socially. Do not feel you must fi l l  in al l  blanks. 
2 .  With in this group of people, how many come to you to discuss or  receive help with 
problems about them personally and social ly? 
Number of people who also discuss their personal 
and social issues with me 
3. How satisfied are you with those people who you turn to with problems about you 
personally and socially? Circle the best answer. 
VERY SATISFIED 
I 
1 
D .  MONEY M ATTERS 
SATISFIED 
I 
2 
DISSATISFIED 
I 
3 
VERY DISSATISFIED 
I 
4 
1 .  The fourth question is about money matters. In the blanks below. fi l l  in the initials of 
those people you have identified as your supports who you tum to when you ne�d to 
discuss or receive help with problems about morul.Y.· Do not feel you must fi l l  in all 
blanks. 
1 1  
I 
1 
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2.  Within this group of people. how many come to you to discuss or receive assistance 
with prob lems about their money matters? 
Number of people who also discuss their money matters with me 
3. How satisfied are you with those people who you turn to with problems about your 
money matters? (Circle the best answer) 
VERY SATISFIED SATISFIED 
I 
2 
DISSATISFIED  
I 
3 
VERY DISSATISFIED 
DURING THE LAST MONTH, HOW OFTEN D ID  YOU HAVE PEOPLE WHO 
HAVE DON E THE FOLLOWI NG WITH YOU: 
NOT AT ALL A LITTLE B IT  S O M E  QUITE A BIT 
1 .  a. Talked about th ings which 2 3 4 
are personal or private 
b. Loaned you things that you 2 3 4 
needed but couldn't get for 
yourself 
C. Given you important advice 2 3 4 
d. Told you they liked the things 2 3 4 
that you did 
e. He lped you take care of some- 2 3 4 
thing you needed to do ( i .e . --go 
to store , move a heavy object) 
f. Gotten together with you for fun 2 3 4 
and to relax 
g .  Given you comfort by showing 2 3 4 
physical affection 
2. Who helped you f i l l  out these questions? (Circle the best answer) 
a. No one helped me. 
b. My spouse 
C. Another family member 
d. A friend 
e .  A neighbor 
f. Someone who voluntee rs to help me 
g.  Someone I pay to help me 
h .  Another person who is  
1 2  
I 
4 
TIME 
March-Apri l 1 989 
March 1 989 
Apri l-May 1 989 
May 1 989 
May-Ju ne 1 989 
Ju ne-August 1 989 
Ju ly-September 1 989 
September 1 989 
September-October 1 989 
APPENDIX F 
Data Col lection  Schedule 
EVENT 
I nitial contact with CSBs 
Substitute one CSB for a location which chose 
not to participate 
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Survey instrument pre-tested by parent support 
g roup in Hanover County and Chesterfield 
Hu man Subject Committee 
Casemanagers of CSBs given instructional 
packet to identify parents from their caseloads. 
Casemanagers co-signed cover letters to 
parent son their caseloads. 
Packets contai n ing survey were distributed to 
CSBs for mai l ing through the agency. One 
week fol low-up postcards mailed through 
CSBs. 
Surveys were returned by respondents in  active 
and past caregiver groups. Data were coded 
and i n it ial analyses were run on demographic 
variables to select churches which would 
identify parents i n  the non-caregiver group. 
Churches were se lected from denominational 
rosters. Meetings were conducted with the 
clergy from each church to discuss the study. 
Surveys and fo l low-up postcards were mai led to 
non-caregivers. 
Casemanager supervisors from the five CSBs 
were contacted to identify an active caregiving 
fami ly from their jurisdiction to participate in 
the study. 
Conducted fami ly i nterviews with in the homes of 
five fami lies. 
APPENDIX G 283 
Cover Letter to Parents 
« Date» 
Dear Parent :  
PARENTS A R E  PEOPLE TOOi Being a parent i s  tough at t imes. As part o f  my 
Ph .D .  in social work, I am studying how a parent's life is affected by having an 
adu lt son or daughter who is mentally retarded. Your answers to questions in  
the enclosed survey are important to better understand the needs of parents 
with mentally retarded adu lt-ch i ldren .  
You were identified as a parent by ( (a casemanager in  «CSB» ) )  ( (the pastor of 
«church» ) ) .  However, I do not know your name or address and your  
participat ion i n  th is study is optional . To preserve your  identity , t he  mail ing label 
on  the enveloped was attached by «county staff» «church staff» , not by the 
researcher. Parents from five counties are part of this study. Results from the 
study wil l  be shared with staff i n  the «counties» «churches» to help them better 
understand the parenting ro le .  
Only one parent in  each family is  asked to fi l l  out the questions. I f  two parents 
are in the home,  either can complete them. « However, if on ly one is the birth­
parent of the son or daughter who is mentally retarded, have the parent answer 
the questions. » 
Please return the fin ished survey in  the pre-addressed envelope that is 
i ncluded . Postage is already paid so you do not need to attach a stamp. 
Please mail back the fi n ished survey with in a week. Keep the stickers that are 
enclosed to remind others that PARENTS ARE PEOPLE TOO! 
Si ncerely, 
Nancy P. Kropf 
Instructor 
and «Casemanager» 
«Community Services Board» 
OR 
« Pastor» 
«Church»  
Vita 
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